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Kerry  Wadman,  Member  of  the  Task  Force  on  Services 
to  Deaf-Blind  Persons,  discusses  the  issues  and 
concerns  with  Stephen  Lindop,  President  of  the 
Deaf-Blind  Association  of  St.  John's.  Tom  Blue, 
Project  Coordinator,  captured  this  informal 
"intervention  conversation"  on  the  opening  day  of 
discussions  in  Newfoundland  on  October  31,  1983. 


INTRODUCTION 


Tne  Report  of  the  Special  Pari i amentary  Committee  on  the  Disabled 
and  the  Handicapped  (1931)  recommended  that  "the  federal  yovernment 
fund,  or  assist  in  funding,  in  cooperation  with  interested  provinces  and 
voluntary  organizations,  specialized  treatment  and  research  centres 
which  would  concentrate  on  certain  disability  groups  such  as  the 
deaf-bl i nd. . . 

Prior  to  1981,  and  following  that  report,  the  Canadian  National 
Institute  for  the  Blind  (CNIB)  and  the  Canadian  Deaf-Blind  and  Rubella 
Association  (CDBRA)  championed  the  cause  for  enriched  services  and 
programs  for  deaf-blind  Canadians.  For  more  than  lU  years  the  CNIB  has 
attempted  to  provide  services  on  a piecemeal  oasis,  over  and  above  its 
constitutional  mandate  to  serve  blind  persons.  It,  as  well  as  CDBRA, 
recognized  deaf-blind  persons  as  a unigue  category  of  individuals  whose 
disability  was  more  than  blindness  and  more  than  deafness.  The  extent 
of  the  plight  of  deaf-blind  persons  in  Canada  was  largely  unknown.  The 
Canadian  Helen  Keller  Conference  (Toronto,  1980),  held  under  the 
auspices  of  the  CNIB,  resulted  in  the  passing  of  a resolution  which  was 
sent  to  the  Minister  of  National  Health  and  Welfare  requesting  that  "a 
study  be  made  of  the  need  for  services  and  programs  for  deaf-blind 
Canadians"  with  the  objective  of  effecting  improvements.  This 
resolution  was  strongly  supported  by  the  two  major  organizations 
concerned  with  the  problem  of  deaf-blindness,  as  well  as  by 
professionals  and  other  groups. 

Early  in  1983,  Welfare  Grants  Directorate,  Health  and  Welfare 
Canada,  approved  a grant  to  four  National  Voluntary  Organizations  to 
conduct  the  proposed  study; 

- Canadian  Association  of  the  Deaf 

- Canadian  Coordinating  Council  on  Deafness 

- Canadian  Deaf-Blind  and  Rubella  Association 

- Canadian  National  Institute  for  the  Blind 

The  organizations  then  designated  representati ves  to  act  as  an 
Advisory  Committee  to  administer  and  oversee  the  project.  The  Committee 
selected  members  of  a Task  Force  to  plan  and  conduct  the  study.  These 
were  as  follows: 

- Mr.  Thomas  Blue,  R.S.W.,  Ottawa 
Project  Coordinator 

Former  Rehabilitation  Consultant,  Health  & Welfare  Canada 

- Mr.  Kerry  Wadman,  Toronto 

Consultant,  Deaf-Blind  Services,  CNIB  Ontario 

- Ms.  Lynne  Watt,  Toronto 
Intervenor 
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- Mrs.  Connie  Southall,  Brantford 
Educational  Coordinator,  Deaf-Blind  Unit 

W.  Koss  Macdonald  School  for  the  Visually  Impaired 

- Mr,  Robert  Gilchrist,  Renfrew 
Parent  of  a deaf-blind  young  man 
Representati ve  of  CDBRA 

The  mandate  of  the  Task  Force  was: 

- to  assess  the  current  service  needs  of  deaf-blind  Canadians,  with 
particular  reference  to  intervention  services; 

- to  analyze  currently  available  services  and,  where  possible,  to 
identify  costs  to  major  service  agencies  for  categories  of  services 
and/or  programs; 

- to  identify  the  inadequacies  in  services  and  programs  based  upon  the 
needs  of  deaf-blind  children,  adults,  and  families; 

- to  estimate,  where  possible,  the  costs  involved  for  the  major  service 
agencies  for  enriching  existing  programs  or  developing  new  services; 

- to  prepare  a report  on  the  foregoing,  indicating  the  future  resource 
commitment  expected  from  the  various  service  sectors; 

- to  recommend  or  propose  alternative  service  models  with  specific 
references  to  an  independent  national  agency,  with  regional  resource 
centres,  or  networks,  to  provide  and/or  coordinate  services  for 
deaf-blind  persons  in  Canada. 

The  Task  Force  started  its  work  in  June,  1983.  An  overall  plan  was 
drawn  up  and  various  strategies  relating  to  the  project  were  approved  Dy 
the  Advisory  Committee.  During  the  summer  months,  600  questionnaires 
were  developed  by  the  Task  Force  and  sent  out  to  deaf-blind  persons  or 
their  families  by  the  CNIB.  At  that  time  there  were  623  persons  on 
their  divisional  registers  who  were  designated  as  deaf-blind.  Publicity 
material  was  prepared  and  contacts  were  made  with  provincial  government 
officials  and  private  agency  personnel  across  Canada,  in  anticipation  of 
meetings  to  be  conducted. 

Starting  in  October,  visits  were  made  to  two  or  more  major  centres 
in  each  province,  often  with  trips  to  private  homes,  institutions  and 
schools,  in  order  to  learn  at  first  hand  the  problems  facing  deaf-blind 
persons,  their  families,  and  service  providers.  Meetings  concluded  in 
early  Apri 1 , 1984. 

Tne  Task  Force  refrained  from  using  the  term  "hearings"  during  its 
travels,  although  media  reporting  often  used  this  designation.  It  was 
hoped  that  a close  sense  of  identity  could  be  achieved  through  a 
structured  but  informal  approach,  and  this  proved  valuable.  Although 
briefs  were  not  calleu  for  at  meetings,  the  participants  presented  and 
discussed  their  concerns  openly  and  later  mailed  over  230  personal 
letters,  position  papers  and  briefs.  These  provided  information  on  the 
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concerns  of  organizations,  professionals,  parents  and  deaf-blind 
persons.  As  well,  the  Task  Force  has  received  220  questionnaires,  of 
the  600  sent  out,  providing  personal  information. 

The  Task  Force  was  welcomed  in  all  areas  by  provincial  government 
officials,  representati ves  of  the  sponsoring  organizations  and  service 
agencies,  educational  personnel,  numerous  service  providers  and 
especially  by  parents  and  deaf-blind  persons.  Medical  personnel  and 
others  took  time  from  their  private  practices  to  discuss  their  concerns 
and  later  submit  statements.  In  several  instances,  meetings  were  held 
with  government  Ministers  and/or  high  level  officials  in  the  provinces. 
Interest  was  expressed  in  the  eventual  recommendations  of  the  Task  Force 
and  there  was  a definite  feeling  that  governments  recognized  the  need 
for  program  enrichment  although  no  formal  commitments  were  made,  or 
sought.  Coupled  with  tfiis  strong  interest  at  all  levels,  the  Task  Force 
enjoyed  fantastic  media  support  from  coast  to  coast.  Television,  radio 
and  press  coverage  was  generously  afforded. 

It  is  from  the  foregoing  that  the  Task  Force  has  received  its 
challenge  - a challenge  to  present  in  a fair,  unbiased  manner  the 
concerns  of  those  who  made  their  presentations  in  the  hope  that  "the 
tomorrow"  of  the  deaf-blind  Canadian  may  be  greatly  enriched.  With  this 
objective,  the  report  and  recommendations  will  be  aimed  at  and  directed 
to  the  federal  government,  the  provincial  governments,  and  those 
organizations,  agencies  and  institutions  that  are,  or  should  be, 
providing  service. 

It  is  hoped  that  all  these  bodies  will  recognize,  and  remember  for 
all  time  that  a deaf-blind  person  is  not  just  a blind  or  sight  impaired 
person  who  cannot  hear,  nor  is  he  a deaf  or  hearing  impaired  person  who 
cannot  see.  A DEAF-BLIND  PERSON  IS  ONE  WHO,  BECAUSE  OF  THE  COMBINED 
INCIDENCE  OF  DEAFNESS  AND  BLINDNESS,  IS  MULTI-SENSORY  DEPRIVED.  The 
combination  of  sight  and  hearing  loss  causes  extreme  difficulty  in  the 
pursuit  of  educational,  vocational,  avocational  and  social  goals  and  in 
the  ability  to  find  reasonable  enjoyment  in  everyday  living. 

It  is  incumbent  upon  those  who  finance  services  for  deaf-blind 
persons  to  recognize  that  the  dignity  and  worth  of  the  human  individual 
is  primary.  A deaf-blind  person  is  no  less  a human  being  just  because 

he  does  not  "hear  so  good  or  see  so  good".  Under  the  Constitution  of 

Canada  all  citizens  have  rights.  Deaf-blind  citizens  have  rights  too 
and  one  of  these  rights  is  to  have  adequate  intervention  services  on  a 
permanent  and  continuous  basis.  Intervenors  are  the  "eyes  and  ears"  of 
the  deaf-blind.  They  do  not  just  interpret  words. 

Through  alternate  communication  methods,  intervenors  provide  all 
the  basic  information  the  average  person  receives  through  his  eyes  and 
ears:  the  smile  or  smirk  on  the  speaker's  face,  the  impending  darkness 

of  a storm,  the  paintings  hanging  on  the  wall.  Readers  - how  many  hours 

per  day  can  you  get  along  without  your  eyes  and  ears?  Even  during 

sleeping  hours  you  need  them.  Yet  deaf-blind  children  and  adults  now 
have  to  get  along  with  sporadic  intervention  - sometimes  as  little  as  a 
few  hours  a week.  Children  in  educational  training  programs  in  four 
centres  in  Canada  have  intervention  available  to  them  24  hours  a day. 
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Yet  when  they  leave  the  programs  for  holidays,  for  summer  vacation  and 
when  they  reach  the  required  school  leaving  age,  their  eyes  and  ears  are 
in  effect  taken  away  from  them  because  of  inadequate  intervention 
servi ces. 

There  are  many  other  concerns  relating  to  deaf-blind  persons  that 
will  be  addressed  in  the  following  pages.  These  concerns  may  as  well  be 
forgotten  unless  there  is  the  awareness  and  acceptance  of  the  fact  that 
INTERVENTIUN  IS  THE  KEY  and  that  this  service  must  be  provided  ahead  of 
(and  along  with)  any  others. 


SUMMARY  OF  RECOMMENDATIONS 


Tne  fol lowing  recommendations  are  intended  to  highlight  the  major 
concerns  identified  by  the  Task  Force  and  are  not  necessarily  in  order 
of  importance.  Details  with  respect  to  these  are  incorporated  within 
the  body  of  the  report. 


The  Task  Force  Recommends  That 


1.  Interverition  be  provided  to  all  deaf-blind  persons  as  required. 

2.  Provincial  governments  be  responsible  for  intervention  services. 

3.  The  federal  government  cost  share  intervention  services  with  the 
provinces. 

4.  A national  coordinator  be  designated  by  the  federal  government  for 
deaf-blind  services  in  Canada  with  provincial  counterparts. 

5.  The  federal  government  develop  a national  centre  for  the  deaf- 
blind. 


6.  Provinces  consider  developing  regional  centres  for  the  deaf-blind. 

7.  Improved  general  awareness  programs  regarding  deaf-blindness  and 
its  related  problems  be  undertaken. 

8.  Programs  for  the  prevention  of  deaf-blindness  be  expanded. 

9.  More  information  about  the  medical  implications  of  deaf-blindness 
be  provided  to  doctors,  medical  students  and  the  general  public. 

10.  More  screening  be  done  to  detect  deaf-blindness  at  the  earliest  age 
possibl e. 

11.  Interveners  be  available  in  all  educational  programs. 

12.  Provinces  provide  summer  intervention  programs  for  all  deaf-blind 
children  in  school. 

13.  Provincial  government  departments  work  in  unison  to  plan  for  the 
services  that  will  be  needed  by  deaf-blind  persons  once  schooling 
i s completed. 

14.  Age  restrictions  be  removed  from  school  attendance  for  deaf-blind 
children. 


15.  There  should  be  a cooperative  approach  to  career  planning  for 
deaf-blind  persons  by  all  concerned  parties. 

16.  Intervenors  be  available  in  all  vocational  training  and  employment 
settings. 
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17.  Awareness  be  increased  of  the  employment  potential  of  the  deaf- 
bl i nd. 

18.  Appropriate  housing  be  provided  for  all  deaf-blind  persons. 

19.  Tecitnical  aids  and  devices  be  provided  free  of  charge  to  all  deaf- 
blind  persons  who  require  them. 

20.  Leisure  activities  be  considered  an  important  part  of  any  overall 
service  to  deaf-blind  persons. 

21.  Accurate  statistical  information  be  gathered  about  the  deaf-blind 
in  Canada. 

22.  A common  definition  of  deaf-blindness  be  adopted  for  use  in  all 
provi nces. 

23.  Deaf-blind  persons  must  be  able  to  share  in  the  planning  and 
implementation  of  all  services  related  to  their  well-being. 


THE  NATIONAL  SCENE 


Who  are  the  "deaf-blind"?  How  are  they  defined?  Where  are  they 
located?  Who  provides  service?  Are  these  services  adequate?  These  are 
but  some  of  the  questions  which  this  report  will  attempt  to  address. 

There  appears  to  be  no  generic  definition  of  deaf-blindness  in 
Canada.  Two  schools  of  thought  prevail  in  this  area.  There  are  those 
who  consider  that  in  order  for  a deaf-blind  person  to  receive  service, 
the  individual  must  be  assessed  on  the  basis  of  measurable  sight  and 
hearing  loss.  Such  a definition  has  certain  merits.  It  would  clearly 
measure  vision  acuity  and  visual  fields  as  well  as  establish  the  decibel 
range  of  hearing. 

The  question  arises  as  to  what  these  levels  should  be  when  used  in 
combination  rather  than  in  isolation  (separately)  with  reference  to 
deafness  or  blindness.  Different  factors  come  into  play  when  both 
impairments  are  contiguous.  A deaf-blind  person  may  not  have  the 
communication  skills  and  cognitive  skills  to  participate  in  a sight  or 
hearing  test,  thereby  making  its  accuracy  questionable.  Sophisticated 
electronic  or  sensory  tests  of  any  kind  designed  to  compensate  for  this 
have  not  yet  proven  to  be  consistently  accurate  either.  Should  the 
person  then  be  denied  the  right  to  service  because  the  test  readings 
place  that  individual  outside  arbitrarily  defined  ranges  of  deaf- 
bl i ndness? 

The  Task  Force,  after  discussion  with  deaf-blind  persons,  parents 
and  service  providers,  thinks  not.  The  Task  Force  favors  a definition 
taken  from  the  other  school  of  thought:  a functional  (rather  than 

measurable)  definition  of  deaf-blindness.  Attempti ng  to  determine  the 
range  of  sight  and  hearing,  or  the  degree  of  loss  for  either  of  these 
senses,  is  important  so  long  as  these  measurements  are  not  used  as  the 
sole  criterion  for  deaf-blindness.  In  fact,  measurement  is  essential  as 
a process  in  order  to  determine  the  sensory  aids  or  devices  that  can  be 
useful  in  habilitating  the  child  or  adult  but  not  to  determine  who  is  or 
is  not  deaf-blind.  As  was  stated  in  the  introduction,  deaf-blindness  is 
not  just  deafness  plus  blindness;  in  this  case,  the  whole  is  definitely 
greater  than  the  sum  of  its  parts. 

In  view  of  the  foregoing  considerations,  the  Task  Force  is 
convinced  that  acceptance  of  the  term  "deaf-blind"  should  be  based  upon 
the  incidence  of  mul ti -sensory  deprivation.  This  is  a term  which  is 
becoming  widely  accepted  and  is  often  used  interchangeably  with 
"deaf-blindness".  One  drawback  to  the  term  "mul ti -sensory  deprivation" 
is  that  it  may  imply  the  inclusion  of  other  disabilities  which  may  or 
may  not  be  present.  As  one  well-known  authority  on  deaf-blindness 
remarked,  "The  term  'm.s.d.'  could  come  to  mean  anyone  with  a hangnail 
and  a hearing  aid."  This  is  not  meant  to  belittle  the  term  or  its  users 
but  rather  to  indicate  a problem  with  popular  acceptance.  The  general 
public  is  just  beginning  to  recognize  the  term  "deaf-blind";  the 
adaition  of  a second  term  meaning,  in  essence,  the  same  thing  may  be  too 
confusing.  Also,  "mul ti -sensory  deprivation"  is  a term  used  by 
professionals  - the  deaf-blind  themselves  do  not  use  it. 
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For  these  reasons  the  Task  Force  has  elected  to  use  the  terms 
"deaf-blind"  and  "deaf-blindness"  throughout  this  report  while 
acknowledging  the  professional  acceptance  of  the  term  "mul ti -sensory 
deprivation".  With  that  in  mind,  two  definitions  of  deaf-blindness  are 
offered : 

(1)  "The  deaf-blind  child  is  one  whose  combination  of  visual  and 
auditory  impairment  results  in  mul ti -sensory  deprivation  (m.s.d.), 
which  renders  inadequate  the  traditional  approaches  to  child 
rearing  used  to  alleviate  the  handicap  of  blindness,  deafness  and 
retardation. 

(2)  "A  deaf-blind  person  is  an  individual  with  a substantial  degree  of 
loss  of  both  sight  and  hearing,  the  combination  of  which  results  in 
significant  difficulties  in  pursuing  educational,  vocational, 
avocational  and  social  skills". ^ 

It  is  within  the  context  of  these  definitions  that  limited  services 
are  being  provided  to  deaf-blind  persons  in  Canada.  The  inconsistency 
and  impermanence  of  services  has  been  the  subject  of  much  concern  by  all 
organizations  and  individuals  who  have  expressed  their  views  to  the  Task 
Force.  Generally  speaking,  "Intervenor  Programs"  and  limited  provision 
of  "technical  aids"  seem  to  form  the  core  of  services  for  adults  in 
Canada  at  this  time.  Provision  of  educational  training  at  the  Community 
College  or  University  level,  with  a view  towards  vocational  objectives, 
is  literally  non-existent.  In  fact,  vocational  rehabilitation  has  not 
been  given  any  priority  for  deaf-blind  adults  in  any  province. 
Independent  or  semi -i ndependent  living  facilities  (e.g.  apartments  or 
group  homes)  are  unavailable  and  this  can  only  result  in  the  indignity 
of  languishing  forever  in  the  family  home  or  in  institutions. 

Parents  across  Canada  have  assumed  a role  far  in  excess  of  what 
should  reasonably  be  expected  of  them.  Normally,  it  is  expected  that 
parenting  diminishes  as  children  reach  adulthood.  In  the  case  of 
parents  of  deaf-blind  children,  this  role  can  continue  endlessly.  They 
ask,  "What  will  happen  to  our  child  when  we  are  no  longer  here?". 

Support  services,  such  as  intervention,  are  woefully  lacking. 

For  children  fortunate  enough  to  be  in  good  educational  programs, 
no  services  are  available  to  support  their  transition  back  into  the 
community,  nor  to  support  them  once  that  transition  is  made.  During  the 
1960s  and  1970s  a rubella  (German  measles)  epidemic  swept  North  America 
and  resulted  in  a large  number  of  children  having  been  born  deaf-blind. 


1 Mclnnes  and  Treffry  - "The  Deaf-Blind  Child"  in  Visual  Impairment 
in  Children  and  Adolescents  (1977)  by  Jan,  Freeman  and  Scott. 

This  definition  was  used  by  the  Task  force  as  a working  definition 
and  is  a modification  of  one  adopted  by  the  Helen  Keller  World 
Congress  (N.Y.)  1977.  Throughout  the  report  it  will  refer  to 
either  children  or  adults. 
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Many  of  these  children  are  about  to  complete  their  schooling  and  return 
home  - to  what?  A mother  in  B.C.  told  the  Task  Force,  in  desperation, 
that  she  is  almost  sorry  her  child  spent  12  years  in  an  excellent  school 
program,  learning,  progressing  and  getting  enjoyment  out  of  life.  That 
program  now  ends:  the  young  adult  of  18  years  must  return  home,  lose 

the  daily  intervention,  have  no  possibility  of  further  training  and 
regress.  When  the  parents  are  no  longer  able  to  provide  care,  the 
future  becomes  one  of  isolation  and  quite  probably  institution- 
alization. What  a waste  of  human  potential  that  was  encouraged  through 
a costly  educational  program  of  approximately  $40,000  per  year!  This 
translates  into  a half-million  dollars  investment  (during  the  school 
years)  that  will  go  down  the  drain  or  be  duplicated  in  a short  time  by 
the  costs  of  institutional  care.  And  the  financial  considerations  pale 
in  comparison  to  the  humane  values.  That  child  faces  a future  so  bleak 
it  is  difficult,  if  not  impossible,  to  imagine.  This  is  only  one 
example  in  one  province.  The  same  scenario  is  being  played  out  all 
across  the  country. 

Senior  citizens  make  up  over  half  the  deaf-blind  population.  This 
group  includes  people  who  have  been  deaf  and  are  losing  their  vision, 
have  been  blind  and  are  suffering  hearing  impairment  or  who  encounter 
decreased  input  from  both  senses.  With  the  increased  longevity  of  the 
general  population,  the  percentage  of  elderly  deaf-blind  is  expected  to 
at  least  remain  constant,  if  not  increase.  While  an  awareness  of  the 
needs  of  all  deaf-blind  persons  is  minimal  at  best,  the  needs  of  elderly 
deaf-blind  persons  have  virtually  been  overlooked  by  all  concerned. 

Many  of  the  services  and  supports  that  are  required  by  younger 
deaf-blind  persons  are  applicable  as  well  to  the  elderly:  intervention, 

education,  accommodation,  recreation,  etc.  Also  there  are  those  areas 
that  relate  specifically  to  the  elderly  which  will  be  discussed  later. 
Service  providers  and  concerned  individuals  must  be  careful  not  to 
overlook  this  large  and  often  silent  majority. 

As  mentioned  in  the  introduction,  the  CNIB  has  been  the  primary 
provider  of  support  services  to  deaf-blind  persons.  As  well, 
organizations  for  the  deaf  and  hearing  impaired,  and  other  agencies  for 
the  disabled  have  helped  where  their  resources  have  permitted.  Since 
deaf-blind  persons  are  not  the  primary  responsibility  of  organizations 
serving  the  deaf  or  the  blind,  services  for  them  have  been  sadly 
lacking.  Programs  for  the  deaf-blind  have  tended  to  be  superficial  and 
custodial  to  a large  degree.  Or  the  services  have  focused  on  the 
deafness  or  blindness  aspect  of  the  handicap  - not  the  deaf-blindness. 
This  in  no  way  refects  negatively  on  the  integrity,  intention  and 
humaneness  of  staff  who  essentially  do  not  have  the  knowledge,  skills  or 
time  to  provide  service  to  the  deaf-blind.  Inadequate  funding  does  not 
permit  for  service  even  if  the  above  were  available.  Private  agencies, 
institutions  and  organizations  must  not  be  expected  to  carry  this 
financial  burden. 

There  are  five  groups  or  bodies  whose  sole  responsibility  is  the 
deaf-blind.  These  are  the  Canadian  Deaf-Blind  and  Rubella  Association 
and  four  associations  of  deaf-blind  persons  (the  Deaf-Blind  Association 
of  Toronto,  the  Deaf-Blind  Association  of  Ottawa,  the  St.  John's 
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Association  of  the  Deaf-Blind,  and  the  Vancouver  Drop-In).  To  date 
these  associations  are  new,  small,  and  do  not  have  sufficient  finances 
to  meet  more  than  limited  needs.  But  they  do  provide  models  for  the 
future:  independent  associations  whose  mandates  are  service  to  the 

deaf-bl ind  and  whose  financial  resources  and  expertise  are  directed 
towards  meetiny  the  needs  of  the  deaf-bl i nd. 

Reference  has  b.jen  made  to  the  numbers  of  deaf-blind  persons  in 
Canada.  When  the  Task  Force  beyan  its  work  in  June  1983,  623  deaf-blind 
persons  were  recorded  on  the  registers  of  the  CNIB.  It  was  understood 
that  this  figure  was  in  no  way  an  accurate  count  of  the  number  of 
deaf-blind  persons  and  one  of  the  goals  of  the  Task  Force  was  to  try  to 
update  that  figure. 

For  myriad  reasons  it  is  almost  impossible  to  determine  the  exact 
number.  A variety  of  definitions  used  precludes  one  definitive  total; 
many  persons  who  are  really  deaf-blind  have  been  misdiagnosed  as 
mentally  retarded  or  having  some  other  disability;  some  deaf-blind 
persons  are  not  willing  to  consider  themselves  as  such  and  have  not  come 
forward  for  identification,  etc.  Based  on  discussion  with  service 
providers,  medical  personnel,  families  and  deaf-blind  persons,  the  Task 
Force  can  say  that  it  knows  of  830  deaf-blind  persons  and  reasonably 
estimates  that  the  total  is  between  1,600  and  2,000. 


* * * * * 


Recomnendation  1: 

That  uniformity  of  terminology  be  utilized  in  identifying 
deaf-blind  persons  in  all  provinces.  A common  definition  should  be 
adopted.  It  could  be  developed  by  a national  coordinator  in 
consultation  with  deaf-blind  persons,  families,  educators,  service 
providers,  professionals  and  provincial  officials. 


Recomnendation  2: 

That  the  federal  government  appoint  a National  Coordinator  of 
Deaf-Blind  Services  with  appropriate  staff  and  that  all  provinces 
consider  designating  provincial  counterparts. 


Recomnendation  3: 

That,  due  to  the  fragmentation  of  statistical  data  on 
deaf-blind  persons  in  Canada,  a thorough  survey  be  made  to  enable 
the  implementation  of  adequate  services  in  all  provinces.  Surveys 
should  be  undertaken  by  the  provinces  individual ly  under  the 
direction  of  a national  coordinator  to  ensure  uniformity. 


DIAGNOSIS  OF  OEAF-BLINDNESS 


Deaf-b lindness , beinj  a subtle  condition,  is  very  difficult  to 
dia>jnose,  particularly  duriny  the  early  infant  stage.  However,  diaynosis 
at  whatever  age  is  of  necessity  the  first  step  in  service  provision. 
Without  a correct  diagnosis  the  deaf-blind  person  will  not  receive 
service  appropriate  to  his  disability.  It  is  easy  to  see  that  if  a 
deaf-blind  person  is  diagnosed  as  blind,  or  deaf,  or  deaf-rnenta  I ly 
retarded,  etc.,  the  services  provided  (if  any)  will  not  be  those 
necessary  to  meet  his  needs.  This  applies  to  the  whole  spectrum  of  the 
deaf-blind  population.  If  a congenitally  deaf-blind  child  is  diagnosed 
as  a visually  impaired  child  with  behaviour  problems,  his  whole 
developrneht  will  be  severely  retarded  since  no  compensation  will  be  made 
for  his  hearing  loss.  In  the  same  way,  a deaf  senior  citizen  whose 
visual  impairment  goes  undetected  will  suffer  if  he  only  receives 
services  for  the  probleiii  of  deafness.  Correct  diagnosis  is  the  keystone 
to  appropriate  service  provision. 

Often  a deaf-blind  newborn  may  have  all  the  character! sti cs  of  a 
normal  child  and  it  is  only  later  that  the  parents  or  the  pediatrician 
may  observe  that  the  child  is  not  interacting  with  his  environment  with 
the  same  facility  as  a non-handicapped  child.  Careful  observation  ana 
diagnostic  procedures  should  be  instituted  immediately  to  determine  the 
reason  for  the  limited  or  non-reactive  benaviour. 

Ruoella  has  been  a leading  cause  of  deaf-blindness  in  children  but 
it  is  not  the  only  one.  Medical  practi ti oners  should  take  thorough 
medical  pre-natal  histories  so  that  any  slow  development  of  dn  infant  or 
young  child  might  be  examined  in  the  context  of  genetic  or  other  medical 
factors.  The  Task  Force  has  heard  of  numerous  instances  where  parents 
nave  been  frustrated  by  the  lack  of  sensitivity  and  awareness  on  the  part 
of  medical  practitioners  who  have  not  diagnosed  deaf-blindness.  This  has 
caused  them  to  seek  help  i ndi scrimi nate ly . The  Task  Force  recognizes 
that  with  the  very  low  incidence  of  deaf-blindness  many  doctors  will 
never  see  a case  of  congenital  deaf-blindness  (or  adventitious  aeaf- 
blindness  either)  and  that  doctors  are  not  trained  to  diagnose  every 
single  malady  or  health  defect.  However,  because  of  the  devastating 
effect  of  deaf-blindness,  it  is  imperative  that  immediate  referral  should 
be  made  to  experts  who  have  full  knowledge  of  the  problem. 

One  parent  put  it  rather  dramatically  when  he  said,  "if  only  - if 
only  our  doctor  had  said  'I  don't  know',  it  would  have  saved  us  so  much 
time,  effort  and  emotional  energy".  The  Task  Force  does  not  wish  to 
imply  that  all  doctors  should  become  experts  on  deaf-blindness.  What  is 
needed  is  a greater  sensitivity  to  the  emotional  trauma  that  parents 
experience  ana  a willingness  to  admit  lack  of  knowledge.  If  medical 
factors  or  behavioural  traits  do  not  fit  with  an  initial  diagnosis, 
referral  should  be  made  immediately  to  other  knowledgeable  professionals. 

Although  the  number  of  children  born  to  mothers  who  contracted 
rubella  during  the  early  months  of  pregnancy  has  dimini  shea,  there 
appears  to  be  an  increasing  number  who  are  being  diagnosed  as  deaf-blind 
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due  to  viral  infections  and  genetic  or  druy-related  causes.  There  are 
several  dozen  medical  or  genetic  causes  of  deaf-blindness  (with  varying 
degrees  of  severity)  which  this  report  cannot  attempt  to  cover.  What  is 
important,  for  the  purposes  of  this  report,  is  to  emphasize  that 
deaf-blindness  is  a complex  disability  with  many  causes,  varying 
severity,  differing  ages  of  onset  and  all  the  implications  inherent  in 
these. 

The  Task  Force  in  its  contacts  across  Canada  has  learned  of,  and 
spoken  with,  only  one  psychiatrist  and  two  psychologists  who  can  be 
considered  expert  communicators  with  deaf-blind  persons.  The  time 
required  to  learn  to  intervene  - to  communicate  - combined  with  the  much 
longer  time  required  to  establish  a doctor-patient  relationship  and  the 
slowness  of  the  interviews  negates  any  incentive  to  become  a specialist 
in  any  professional  category  in  relation  to  serving  deaf-blind  persons. 
In  defence  of  medical  attitudes,  it  is  unrealistic  to  expect  doctors  to 
provide  the  expertise  to  serve  deaf-blind  children  or  adults  at  the 
expense  of  servin^j  a large  clientele.  The  health  acts  relating  to  fee 
schedules  are  not  tailored  to  provide  higher  payment  rates  for 
exceptional  cases.  Parents  cannot  be  expected  to  pay  the  extra  costs 
and  very  few  can  afford  to  do  so.  Deaf-blind  persons  themselves 
certainly  cannot  afford  it  either.  Since  not  all  doctors  can  be 
expected  to  be  "i ntervenors" , professional  intervenors  must  be  used,  but 
the  doctor-patient  relationship  is  diminished,  if  not  lost,  with  the 
presence  of  a third  person.  When  a particular  professional  person 
becomes  interested  and  knowl edgetbl e,  it  is  natural  that  his  expertise 
becomes  known  thus  creating  a dilemma  with  regard  to  private  practice. 
For  example,  does  the  doctor  provide  medical  service  at  the  expense  of 
serving  fewer  clients,  with  the  reduced  income  that  results,  or  does  he 
not  give  the  service?  There  should  be  provision  for  at  least  double  the 
fee  payment  for  professional  care  of  deaf-blind  patients  as  for  the  same 
office  call  or  treatment  involving  regular  patients. 

Mention  has  been  made  of  the  difficulty  in  diagnosing  congenital 
deaf-blindness.  The  same  holds  true  of  adventitious  deaf-blindness. 
Usher's  Syndrome  is  the  single  leading  cause  of  deaf-blindness  in 
Canada.  Usher's  Syndrome  is  a genetic  condition  consisting  of 
congenital  deafness  or  progressive  hearing  loss  and  Retinitis 
Pigmentosa*.  Most  people  with  Usher's  Syndrome  will  grow  up  and 
function  as  deaf  persons;  many  will  attend  schools  for  the  deaf.  The 
visual  impairment,  which  is  progressive,  is  usually  first  detected 
somewhere  between  the  late  teens  and  early  thirties.  Retinitis 
Pigmentosa  can  be  first  identified  by  a peripheral  vision  field  test  and 
later  confirmed  by  an  el  ectroreti  nogram  (ERG).  Without  a proper 
diagnosis,  people  with  Usher's  Syndrome  will  be  educated,  do  career 
planning  and  vocational  training  as  deaf  persons.  The  onset  ot  a 
progressive  visual  deterioration  can  have  devastating  results.  It  is 
important  that  all  children  undergo  routine  eye  examinations  but  it  is 
essential  that  children  "at  high  risk"  (e.g.  children  in  schools  for  the 


A hereditary  degeneration  of  the  retina;  early  symptoms  include 
night  blindness  and  decreasing  peripheral  vision. 
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deaf  or  classes  for  the  hearing  impaired)  have  regular  visual 
screening.  If  Usher's  Syndrome  symptoms  are  detected,  the  children  and 
parents  can  be  counselled  regardiny  the  possible  outcome,  thus  reducing 
the  trauma  and  the  shock  that  could  result  later.  Also,  career  planning 
or  counselling  would  be  more  realistic. 

Workers  in  the  field  of  deafness  or  blindness  often  tend  to  fixate 
on  one  disability,  nut  ever  suspecting  thac  another  one  may  be  present. 
It  is  exactly  these  workers  ahd  professiohal s who  must  become  aware  of 
deaf-blindness.  While  the  Task  Force  will  insist  that  deaf-blindness  is 
more  than  just  deafness  plus  blindness,  it  must  be  remembered  that 
deaf-blind  persons  are  deaf  persons  and  olind  persons  who  may  have 
varying  degrees  of  either  disability.  Uhti 1 such  time  as  there  is  a 
permanent,  recognizable  service  for  the  deaf-blind,  many  will  be  served 
by  organizations  for  the  deaf  or  organi zati ons  for  the  blind.  Workers 
in  these  fields  have  the  greatest  chance  of  tincountering  deaf-blind 
persons.  Organizations  sucn  as  the  CNIB,  the  Canadian  Hearing  Society, 
the  Heart  Founaation  and  many  others  have  done  commendable  work  by 
making  pamphlets  ahd  information  available  to  the  public  about  the 
disability  they  represent.  Deaf-blind  persons  do  not  have  an 
organization  with  sufficient  funds  available  at  this  stage,  capable  of 
undertaking  a general  awareness  program.  With  the  small  number  of 
deaf-blind  persons  and  families  involved,  an  uninformed  public,  and 
apathetic  goverhinent  attitudes,  the  likelihood  of  financial  support  for 
publ icity  is  minimal . 

There  must,  however,  be  pamphlets  available  fur  doctors, 
ophthalmologists,  audiologists,  service  agencies  and  others  which 
provide  basic  information  about  deaf-blindness  and  which  indicate  to 
parents  and  deaf-blind  persons  specifically  where  help  may  be 
available.  For  the  present,  tne  Appendix  at  the  conclusion  of  this 
report  lists  the  sources  for  securing  basic  information  relating  to  the 
concerns  of  parents  and  families  of  deaf-blind  persons  as  well  as 
deaf-blind  persons  themselves. 


•k  -k  ie  ie  -k 


Recommendation  1: 

That  the  federal  and  provincial  governments  undertake  programs 
in  conjunction  with  organizations  serving  deaf-blind  persons  for 
the  prevention  of  deaf-blindness.  This  includes  such  things  as 
genetic  counselling,  accident  prevention,  improved  geriatric 
services,  immunization  and  research  into  the  effects  of  drugs. 


Recommendation  2: 

That  audiological  and  visual  screening  be  provided  to  all 
persons  "at  risk",  especially  those  in  classes  for  the  visually 
impaired  and  the  hearing  impaired. 
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Recommendation  3: 

That  awareness  programs  be  undertaken  by  the  federal 
government,  provincial  governments,  provi nci al -medi cal  associations 
and  voluntary  organizations  to  provide  information  on  deaf- 
blindness to  all  sectors  of  the  public. 


INTERVENTION 


The  terms  "intervention"  and  "i ntervenors"  have  been  used  in 
earlier  references.  Since  these  will  be  recurring  throughout  the 
report  as  the  underlying  principle  behind  every  service  or  program  for 
deaf-blind  persons,  it  is  important  that  the  concept  of  intervention  be 
clearly  impacted  in  the  minds  of  people  who  may  have  any  question 
regarding  its  meaning. 

The  ordinary  dictionary  meaning  of  intervene  is  "to  come  between", 
"to  become  a third  party  for  the  protection  of  an  alleged  interest".  Of 
course,  the  process  is  then  one  of  "intervention"  and  the  person 
performing  it  an  "i ntervenor" . It  is  all  very  simple.  The  process  as 
it  relates  to  deaf-blind  persons  is  similar  to  this  concept  but  has  more 
serious  and  far-reaching  implications. 

From  the  outset,  when  deaf-blindness  is  diagnosed,  the  intervenor 
plays  a key  role  in  the  life  of  the  deaf-blind  person  (child  or  adult). 
The  intervenor  becomes  the  "eyes  and  ears"  of  that  person  and  forms  a 
vital  link  in  any  reactive  setting.  The  intervenor  is  not  a model  or  a 
teacher  or  one  who  makes  decisions  on  behalf  of  a deaf-blind  person 
(although  the  intervenor  may  assist  in  these)  but  rather  a communicator 
who  communicates  to  the  deaf-blind  person  the  visual-aural  world  around 
him  and  aids  him  in  the  i nterpretation  of  this  information. 

In  order  to  perform  this  function  the  intervenor  must  be  equipped 
with  certain  tools.  Interest,  education,  understanding  of  human 
behaviour,  motivation  and  empathy  are  all  important  in  the  process  of 
intervention,  but  the  basis  of  intervention  is  communication  - 
communication  with  a deaf-blind  person  at  his  level  of  understand! ng  and 
in  his  language.  From  the  infant  to  the  very  elderly,  the  range  of 
communication  is  varied  and  should  be  tailored  to  the  needs  of  the 
individual.  Many  deaf-blind  persons  use  forms  of  tactual  communication 
(two-hand  manual,  hand-over-hand  signing,  print-on-palm,  etc.)  while 
others,  with  sufficient  residual  vision,  may  use  modified  sign  language, 
print  and  lip-reading.  Those  with  some  residual  hearing  may  understand 
speech  with  amplification.  The  point  is  that  there  is  no  one  universal 
method  of  communication;  i ntervenors  must  be  adaptable  to  the  needs  of 
the  deaf-blind  person.  "Use  what  works"  is  an  adage  appropriate  to 
intervention. 

The  parent  (usually  the  mother)  is  the  first  intervenor  in  the  life 
of  a deaf-blind  infant.  Intervention  becomes  the  substitute  - through 
holding,  feeling  and  demonstrating  by  touch  - for  all  those  things  that 
others  learn  by  seeing  and  hearing.  This  report  will  not  attempt  to 
describe  all  the  processes  involved  as  the  child  matures.  Suffice  it  to 
say  that  many  books  are  available  that  can  guide  parents.  However, 
there  must  be  parental  awareness  not  to  overprotect  but  rather  to  give 
rein  to  a child's  curiosity  and  explorative  behaviour,  gradually 
introducing  more  formal  communication  into  the  everyday  lifestyle, 
leading  to  schooling  in  the  traditional  sense. 
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The  Task  Force  is  aware  of  many  young,  capable  deat-bUnd  persons 
who  should  be  attending  post-secondary  education  or  vocational  training 
programs,  or  be  employed,  but  who  are  not  because  they  have  no 
intervention.  Also,  intervention  is  not  needed  just  to  go  to  school  or 
to  work.  Uo  other  people  use  their  eyes  and  ears  only  during  school  or 
work  hours?  It  is  easy  to  forget  that  senior  citizens  are  human  too. 
When  they  become  deaf-blind  for  whatever  reason,  sometimes  because  of 
the  natural  aging  process,  it  is  expected  that  a family  member  will 
provide  and,  if  not,  there  is  always  an  institution.  They  have  a right 
to  intervention  as  well. 

Anyone  with  a basic  understanding  of  the  effects  of  deaf-blindness 
and  of  the  process  of  intervention  cannot  dispute  that  it  must  be 
considered  a basic  human  right.  Intervention  must  be  seen  as  a process 
tliat  begins  with  the  recognition  of  deaf-blindness  and  continues  through 
every  developmental  stage  - during  infancy,  early  childhood,  the  school 
years  and  every  year  throughout  the  lifetime  of  the  individual,  huch 
has  been  said  about  the  success  of  Flelen  Keller.  Let  it  be  remembered 
that  without  her  intervenor,  Annie  Sullivan,  Helen  Keller  would  have 
been  just  another  forgotten  deaf-blind  person.  Also,  let  it  be  known 
that  many  deaf-blind  persons  in  Canada  have  the  same  potential  for 
success  as  Helen  Keller.  They  cannot  achieve  it  without  intervention. 
For  example,  the  Task  Force  met  a young  man  who  does  not  attend  college 
tor  lack  of  sufficient  intervention.  He  washes  pots  and  pans  though  he 
is  capable  of  much  more.  Incidents  like  this  must  not  be  permitted  to 
continue. 

Attendant  care  services  are  available  for  many  persons  who  are 
severely  disabled.  The  degree  of  care  needed  is  related  to  the  severity 
of  disability.  So  too  with  intervention.  There  is  a wide  range  in  the 
severity  of  deaf-blindness  that  must  be  considered  in  assessing  the 
amount  of  intervention  needed.  As  well,  the  level  of  functioning  of  the 
deaf-blind  person,  the  educational  or  vocational  training  or  employment 
being  undertaken,  the  social  needs  and  other  factors  must  dictate  the 
number  of  hours  per  day  or  per  week  that  the  services  of  an  intervenor 
are  required.  No  agency  or  government  department  alone  can  say  how  much 
intervention  should  be  provided.  Who  except  the  person  involved  can  say 
how  often  they  use  their  eyes  or  ears?  Agencies  and  governments  say 
what  they  will  provide.  This  is  usually  an  absolute  minimum  (or  less) 
und  does  not  meet  even  reasonable  requi rements. 

In  the  case  of  minors,  the  parents  must  have  the  final  say  in  the 
selection  of  the  intervenors.  For  all  ages  there  must  be  compatibility 
as  well  as  expertise.  There  must  be  a bonding  of  interest  and 
personalities.  Parents  need  help  in  becoming  aware  of  what  to  consider 
in  the  selection  of  an  intervenor.  Many  have  said  that  they  need  to 
learn  some  basic  interviewing  skills  in  order  to  make  wise  selections, 
or  to  have  someone  help  them  in  the  selection  process.  This  assistance 
is  not  available,  to  any  degree,  at  the  present  time. 

When  the  deaf-blind  person  is  an  adult,  and  capable  of  making  the 
decision  for  himself,  the  selection  of  the  intervenor  should  be  his  and 
his  alone.  It  is  not  enough  that  an  agency  or  placement  officer  assigns 
an  intervenor.  Only  the  deaf-blind  person  can  tell  whetlier  his  "eyes 
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and  ears"  are  compatible  with  his  requirements.  No  one  else  can  select 
an  individual's  glasses  or  hearing  aid.  They  may  help,  but  the  choice 
must  be  that  of  the  user.  Also,  the  availability  of  only  one  intervenor 
to  a deaf-blind  person  is  not  sufficient.  An  intervenor  who  likes 
recreation  or  sports  should  be  available  when  the  deaf-blind  person 
wants  to  participate  in  these  activities.  One  who  understands  financial 
matters  should  be  available  for  purposes  of  this  kind  and  likewise  with 
the  other  areas  of  interest.  There  should  be  a "pool"  of  intervenors 
available  to  meet  the  needs  of  individual  deaf-blind  persons  - 
intervenors  who  have  the  requisite  communication  skills,  who  are 
available  when  the  deaf-blind  person  wants  them  (not  just  "9  to  5")  and 
who  are  available  in  sufficient  number  to  meet  reasonable  demands. 

Since  many  of  the  requirements  would  be  of  a recurring  nature,  a 
volunteer  group  could,  in  many  instances,  supplement  or  complement 
regular  ongoing  intervention  services.  The  Task  Force  is  aware  of  a 
couple  of  instances  where  Service  Club  members  and  their  spouses  have 
become  interested  in  the  needs  of  deaf-blind  persons  and  have  learned 
basic  intervention  skills  enabling  them  to  socialize  with  and  assist 
deaf-blind  persons.  Volunteerism  must  play  an  important  role  in 
services  to  the  deaf-blind.  Historically,  due  to  the  paucity  of 
professional  services,  the  deaf-blind  have  had  to  rely  heavily  on  the 
assistance  of  volunteers.  The  Task  Force  wishes  to  acknowledge  the 
enormous  value  of  volunteerism,  commend  those  who  have  spent  countless 
hours  helping  the  deaf-blind,  and  encourage  others  to  do  the  same. 
Projects  of  this  kind  can  greatly  enrich  the  lives  of  the  deaf-blind. 

New  Horizons  Projects  of  Health  and  Welfare  Canada  should  stimulate  and 
support  such  volunteer  interests.  Parents  and  family  are  also  important 
intervenors  but  they  are  not  forever,  nor  can  they  (or  should  they) 
serve  24  hours  a day.  Every  deaf-blind  person  has  the  right  to  paid 
professional  intervention,  in  an  amount  related  to  his  individual  needs 
and  not  to  be  dependent  solely  upon  volunteer  or  family  intervention. 

In  Canada,  where  unemployment  is  a major  problem,  it  would  be  a 
minimum  cost  project  to  provide  intervenors  for  every  person  who  needs 
them.  Summer  works  projects  are  being  financed  but  many  capable  young 
adults  cannot  find  employment  upon  graduation  from  high  school  or 
university.  Millions  of  dollars  are  spent  subsidizing  industries  which 
go  bankrupt.  Also,  millions  of  dollars  can  be  found  for  the  extension 
of  income  maintenance  benefits  by  Health  and  Welfare  Canada.  This  is 
commendable  but  deaf-blind  persons  also  need  help.  The  lives  of 
deaf-blind  persons  would  be  greatly  enriched  by  the  subsidization  or 
provision  of  intervention  programs  and  this  must  receive  priority. 

A lady  in  her  50's  whose  native  language  is  French  is  now  in  a home 
for  the  aged.  She  became  deaf-blind  some  time  ago  and  has  lived  with  a 
single  son  who  is  about  to  be  married.  It  is  not  possible  for  her  to 
return  to  her  original  home.  No  one  in  the  present  institution  can 
communicate  with  her.  An  itinerant  intervenor  visits  her  for  a few 
hours  a week  to  teach  communication  (in  English).  Staff  do  not  have  the 
time  to  sit  in  and  learn,  so  that  each  week  the  intervenor  must  start 
again  at  the  beginning.  There  must  be  daily  continuity  in  order  to 
teach  and  learn.  Resources  are  not  available  for  more  intervention. 
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The  lady  shares  a room  with  a senile  person  whose  bed  must  often  be 
changed.  She  must  live  there  with  the  unpleasant  odours.  She  has  no 
other  place  to  go.  She  could  live  elsewhere,  if  she  could  communicate 

and  if  someone  provided  the  proper  support.  Who  will  provide  the 

i nterventi on? 

A young  man  in  his  30 's  sat  at  home  day  after  day  for  years, 
assembling  interlocking  puzzles,  seldom  doing  anything  constructive  or 
getting  any  exercise.  He  had  not  been  taught  any  formal  communication. 
His  parents  had  not  had  any  service  except  in  a general  supportive  way. 
In  a few  years  an  institution  would  have  been  his  lot.  This  was  the 
scenario  when  the  Task  Force  visited.  Within  a few  weeks  this  young  man 
had  started  to  use  sign  language,  had  learned  to  make  his  own  bed,  and 

was  reactively  exploring  his  environment.  This  young  man  just  started 

receiving  10  hours  of  intervention  a week.  What  could  he  do  with  40? 


★ ★ ★ ★ ★ 


Recomnendation  1: 

That  intervention  be  provided  to  all  deaf-blind  persons  as  a 
right  and  on  an  "as  required"  basis  throughout  the  lifetime  of  the 
i ndi vi dual . 


[Recommendation  2: 

That  provincial  governments  assume  the  full  responsibility  for 
funding  all  intervention  services. 


[Recommendation  3: 

That  the  federal  government  should  cost-sfiare  with  the 
provinces  in  the  provision  of  all  intervention  services  except 
those  that  are  the  direct  educational  responsibility  of  the 
provinces. 


EDUCATION 


It  is  difficult  to  separate  learning  from  education  since  both 
processes  overlap  and  interact  with  each  other.  It  is  through  the 
process  of  learning  that  ohe  becomes  educated.  Formal  education  is,  in 
effect,  the  extension  of  the  authority  of  the  state  into  the  informal 
learning  processes  of  the  family  settihg.  The  informal  education  that 
takes  place  prior  to  school  attendance  is  determined  by  tne  interest  and 
the  stiinulatioh  of  the  parents.  After  tne  formal  school  training, 
education  again  reverts  from  "state  re^ui rement"  to  "personal  desire". 

Deaf-blind  persons  have  the  same  avehues  open  to  them  as  the 
average  or  "normal"  person,  however,  the  avehues  are  hot  so  well  paved 
for  deaf-blihd  children  or  adults.  Many  roadblocks  are  encountered 
during  the  educatiohal  process,  whether  it  is  pre-school,  school  or 
post-school  related. 

The  first  roadblock  to  education  for  a deaf-blind  person  is  the 
ability  to  communicate.  The  obstacles  in  the  path  of  a child  who  is 
deaf-blihd  are  different  and  distinct  from  those  of  the  person  who 
becomes  deaf-blind  after  having  had  the  advahtage  of  knowing  s^jeech 
and/or  being  able  to  see.  To  put  this  in  perspective,  one  must  consider 
tlie  situations  that  apply  to  children  with  sight  or  hearing  impairments 
or  both. 

The  sighted-hearing  child  receives  informal  education  within  the 
family  setting  that  enables  him  to  enter  the  school  system  in  any 
province,  with  a vocabulary,  a knowledge  of  sentence  structure,  a 
knowledge  of  numerical  values,  a sense  of  judgment  on  which  he  can  make 
decisions,  and  many  other  advantages.  The  si ght-impai red  or  blind  child 
similarly  has  the  same  knowledge  of  a vocabulary,  sentence  structure  and 
numerical  values.  His  sense  of  judgment  is  usually  affected  due  to 
limited  or  no  vision  and  his  primary  dependence  upon  hearing.  His  sense 
of  judgment  is  affected  since  he  must  depend  only  on  what  he  hears.  The 
hearing-impai  red  or  deaf  child  enters  the  scliool  system,  ususally  with 
minimal  knowledge  of  vocabulary  or  sentence  structure  and  without  the 
normal  means  of  expressing  himself.  His  sense  of  judgment  is  affected 
because  he  must  depend  only  on  what  he  sees.  The  deaf-blind  child  must 
start  in  the  educational  system  witiiout  the  resources  of  sight  or 
hearing.  He  is  not  able  to  "start  where  the  action  is".  He  must  first 
learn  to  communicate.  Without  the  advantage  of  sight  and  hearing  he 
must  learn  the  meaning  of  tactile  symDols  that  represent  those  things 
that  are  common  in  everyday  life.  The  symbols  that  have  served  for 
familial  communication  purposes  are  not  necessarily  those  (and  rarely 
are  the  satne)  used  in  formal  educational  training  programs.  The 
deaf-blind  child,  although  having  to  learn  to  communicate  formally 
approximately  five  years  later  than  the  average  child,  must  leave  the 
educational  program  at  the  same  age  as  all  other  children. 
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The  whole  process  of  learning  and  receiving  an  education  is 
severely  hindered  due  to  having  to  learn  an  alternate  mode  of 
communication  with  limited  or  no  vision  and  hearing.  The  slowness  with 
which  communication  takes  place  results  in  the  deaf-blind  child  being  at 
a disadvantage  in  receiving  any  meaningful  education  within  the  time- 
frames  established  in  provincial  education  legislation  or  in  municipal 
school  board  policy.  There  are  instances  where  provinces  provide 
financial  support  to  school  boards  to  age  21  but  school  boards  may  opt 
for  earlier  age  limits  - usually  Id  years.  The  deaf-blind  chi  Id  is 
caught  in  a triple  bind: 

i.  the  disadvantages  of  entering  an  eaucational  program  without 
language  and  having  to  learn  a communication  skill; 

ii.  coping  with  learning  and  practising  a communication  skill  while 
receiving  education; 

iii.  having  to  leave  the  educational  program  at  an  age  when  learning 
ability  is  probably  reaching  its  peak. 

There  are  many  deaf-blind  children  in  educational  programs  at  the 
public  school  level  as  well  as  in  the  deaf-blind  programs  in  four 
Canadian  centres  who  could  benefit  from  five  to  ten  years  of  training 
beyond  the  present  school  leaving  age.  Whether  this  extended  education 
is  provided  through  a modification  of  the  Acts  or  Regulations  of 
provincial  Ministries  of  Education  or  through  Adult  Education  Programs 
is  not  for  the  Task  Force  to  decide.  It  should  be  done. 

The  Task  Force  is  aware  of  situations  where  deaf-blind  persons  of 
all  ages  are  located  in  institutions  meant  to  serve  other  disability 
groups.  These  individuals,  whatever  their  a^e,  should  be  removed  and 
placed  in  facilities  where  appropriate  programs  may  be  provided.  If, 
because  of  their  present  age,  they  have  only  two,  five  or  ten  years  to 
take  advantage  of  educational  training,  in  accordance  with  present 
legislation,  they  are  at  a great  disadvantage  as  opposed  to  the  average 
person  who  is  able  to  attend  school  from  age  five  or  six  to  18  or  21. 

Due  to  misdiagnosis,  children  are  still  being  located  in  institutions 
for  the  severely  mentally  retarded.  Now  that  alert  staff  are  starting 
to  have  a greater  awareness  of  deaf-blindness,  they  are  questioning 
whether  the  responses  and  reactions  of  some  children  are  related  to 
mental  retardation.  Professional  assessments  have  proved  that  in  a 
number  of  instances  across  Canada  earlier  diagnoses  were  not  always 
correct.  Perhaps  the  degree  or  sophistication  of  audiol ogical , 
ophthalmological  or  medical  assessments  did  not  identify  the  real 
problem.  There  are  instances  where  minimal  residual  heariny  was  not 
detected  because  the  child  had  no  way  of  responding. 

An  example  of  this  type  of  situation  is  that  of  a young  man  now 
about  20  years  of  age.  At  the  age  of  10,  professionals  in  a mental 
retardation  facility  questioned  whether  his  behaviour  was  perhaps  one  of 
boredom  and  frustration  since  his  aggressiveness  and  violence  did  not 
fit  the  common  mold  of  passivity  and  indifference  often  associated  with 
mental  retardation.  The  suspicions  of  the  professionals  proved  correct 
after  he  was  placed  in  an  educational  training  program.  Residual 
hearing  was  detected,  a Phonic  Ear  hearing  aid  was  provided,  physical 
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restraints  were  eliminated  and  appropriate  responses  began  to  emerge  - 
normal  intelligence  was  displayed.  This  person  is  now  reasofiably  well 
educated  and  is  learning  braille  (no  easy  task).  He  is  capable  of 
progressing  beyond  his  present  level  but  the  educational  system  with  its 
present  legislation  constraints  can  no  longer  provide  for  him.  He  has 
reached  the  magic  age  - but  missed  out  on  early  education.  Is  it  his 
fault  he  began  his  education  five  years  late?  Why  should  he  be  denied 
the  opportunity  of  reaching  his  full  potential? 

There  appears  to  be  little  awareness,  between  provincial  government 
departirient s , of  joint  respon sibi  1 i ty , transfer  of  respon sibi  I ity  or  long 
range  planning  with  respect  to  services  for  the  deaf-blind.  One  aspect 
of  this  is  summer  programs.  An  essential  component  of  education  for 
congenitally  deaf-blind  children  i s continuity.  If  deaf-blind  children 
do  nothing  for  the  summer  months,  they  will  lose  the  progress  made 
during  the  school  year  and  will  regress.  Workers  in  the  field  of 
deaf-blindness  know  that  it  is  often  more  damaging  to  provide 
intervention  and  then  take  it  away  than  to  not  provide  any  in  the  first 
place.  The  trauma  and  frustration  experienced  by  the  child  can  result 
in  benavioural  problems  that  are  difficult  to  remedy.  Intervention  is 
provided  as  part  of  the  educational  program  in  the  four  facilities 
established  for  this  purpose  in  Amherst,  N.S.,  Montreal,  Quebec, 
Brantford,  Ontario  and  Saskatoon,  Saskatchewan.  Once  the  child  leaves 
the  program  during  summer  holidays,  the  responsibil ity  is  no  longer  that 
of  the  Ministry  of  Education  (in  most  provinces).  Yet  in  some  instances 
there  is  no  responsibility  assumed  by  the  Ministry  of  Social  Services  or 
any  other  department.  This  indeed  indicates  a lack  of  i nterdepartmencal 
communication  or  concern. 

Even  in  provinces  where  Summer  Intervention  is  provided  there  are 
problems.  One  example  is  in  Ontario  where  a summer  program  for  seven 
children,  provided  by  the  Ministry  of  Community  and  Social  Services 
started  eight  years  ago.  By  1984  this  program  had  grown  to  serve  90 
cnildren  with  an  additional  34  on  a "waiting  list".  Yet  with  a program 
this  large  and  a demand  that  has  been  well  documented,  the  program  is 
not  permanent  and  on-gOing.  Every  year  the  CHIB  must  re-apply  for 
funding  and  usually  the  grant  provided  falls  short  of  the  need  and  more 
money  must  be  reguested. 

If  there  are  these  difficulties  (and  others)  in  a program  tor  90 
children,  supported  by  their  advocates,  imagine  the  difficulties 
encountered  when  a few  "lonely  voices  in  the  wilderness"  reguest 
service.  An  agency  or  parents  making  single  reguests  for  service  must 
justify  the  need  for  intervention  in  the  summer.  The  need  should  be 
taken  for  granted.  It  is  as  great  for  one  child  as  it  is  for  100. 

There  must  be  continuity  from  year  to  year.  It  must  be  available  in  the 
isolated  communities  as  well  as  in  the  cities  and  towns.  In  many 
provinces  the  parents  and  educators  do  not  know  if  there  will  be  a 
summer  program  (or  during  Christmas  vacation  or  other  school  breaks) 
until  the  last  moment,  if  indeed  they  are  told  at  all.  If  deaf-blind 
children  are  to  receive  intervention  via  an  educational  program  then 
they  must  also  receive  Summer  Intervention.  The  two  go  hand-in-hand  and 
government  officials  must  get  together  and  plan  for  this  - on  a 
permanent  basis  - irrespective  of  which  department  provides  the  funding. 
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As  indicated  earlier,  special  programs  tor  deaf-blind  children  are 
located  in  four  provinces.  In  Amherst,  Nova  Scotia,  the  Atlantic 
Provinces  Resource  Centre  for  the  Hearing  Handicapped  serves  four 
provinces  under  a special  agreement  administered  by  the  Atlantic 
Provinces  Special  Education  Authority  (APSEA).  This  is  primarily  a 
school  for  the  deaf  which  has  a special  unit  serving  deaf-blind 
children.  The  Fearon  Unit,  as  it  is  known,  is  named  after  an  early 
pioneer  of  education  for  the  deaf-blind.  It  provides  educational  and 
adaptive  living  training  for  children  from  Nova  Scotia,  New  Brunswick, 
Newfoundland  and  Prince  Edward  Island.  Parents  in  all  provinces  have 
stressed  that  the  location  of  this  training  unit  does  not  facilitate  the 
integration  of  their  children  into  community  life  or  enable  easy  access 
to  specialized  audi ol ogi cal , ophthalmol ogi cal  or  medical  services. 

There  is  strong  feeling  that  Halifax,  with  its  university  research 
facilities,  is  a more  logical  location  for  a deaf-blind  educational 
facility.  Also  the  location  would  be  just  as  convenient  (if  not  more 
so)  for  parents  who  visit  their  children  at  the  school  from  time  to 
ti  me. 


The  Task  Force  learned  of  a special  educational  training  program 
for  one  deaf-blind  child  in  Springdale,  Newfoundland.  In  between 
services  are  provided;  the  child  is  able  to  live  in  his  normal  family 
environment  and  participate  in  community  activities.  The  cost  for  this 
program,  including  the  salary  of  the  intervenors,  is  considerably  less 
than  for  attending  the  educational  facility  in  Amherst.  If  a special 
program  can  be  developed  in  a small  town  like  Springdale,  it  can  be  done 
in  other  areas  throughout  Canada. 

In  Brantford,  Ontario,  the  Deaf-Blind  Unit  is  located  in  the 
W.  Ross  Macdonald  School  which  is  the  provincial  resource  centre  for  the 
visually  impaired.  It  provides  an  educational  program  for  48  children  - 
37  from  Ontario  and  11  from  four  western  provinces.  Parents  from 
outside  Ontario  justifiably  complain  that  they  are  isolated  from  their 
cfiildren.  The  Educational  Authorities  in  the  respective  provinces 
provide  travel  allowances  for  the  parents  or  escorts  so  that  the 
children  may  visit  at  Christmas  and  mid-year  school  break.  The  parents 
would  prefer  that  special  educational  facilities  were  available  in  their 
own  provinces  so  they  could  be  in  closer  touch  with  their  children.  An 
immediate  goal  should  be  to  have  adequate  and  sufficient  intervention  so 
that  more  deaf-blind  children  could  remain  in  their  home  communities  for 
education  during  tlieir  formative  years. 

In  Saskatchewan , the  provincial  authorities  who  were  faced  with 
the  problem  of  children  having  to  leave  the  province  to  be  educated 
(usually  going  to  the  United  States)  decided  to  set  up  their  own 
training  program  for  deaf-blind  children  at  the  R.J.D.  Williams  School 
for  the  Deaf  in  Saskatoon.  This  facility  provides  training  for  12 
children  age  4 to  19  years.  Parents  are  happy  that  they  are  able  to 
keep  in  closer  contact  with  their  children.  After  two  years  of 
operation,  education  authorities  are  satisfied  that  the  cost  of  travel 
has  been  largely  eliminated  and  that  the  overall  cost  for  education  is 
significantly  less.  The  Ministry  of  Education  includes  children  in  the 
pre-school  age  group  (from  age  three)  in  the  training  program  in 
Saskatoon  because  nothing  else  appropriate  exists.  It  will  also  provide 
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support  to  school  boards  for  special  traininy  beyond  21  years.  The 
problem  is  that  not  all  school  boards  will  provide  that  traininy  for 
deaf-blind  children  of  any  aye,  to  say  nothiny  of  beyond  21  years. 

There  are  no  intervenors  to  provide  services  within  the  jjublic  school 
system  and  the  Task  Force  is  not  aware  that  their  salaries  would  be 
provided  if  children  were  accepted.  The  Saskatchewan  proyram  yot 
underway  in  1981  with  eiyht  children.  It  is  now  said  that  as  the 
educational  proyram  is  becoming  known,  deaf-blind  children  are  "cominy 
out  of  the  woodwork".  This  could  also  happen,  to  the  advantaye  of 
previously  unknown  deaf-blind  children,  if  other  provinces  took 
responsibi  I ity  for  school  proyrams. 

In  Alberta  and  British  Columbia  special  classes  are  provided  for 
deaf-blind  children  within  certain  school  board  areas.  Intervenors  with 
sufficient  knowledye  and  traininy  are  not  available  for  the  few  children 
being  served  in  this  way.  This  is  a problem  that  applies  to  all  aye 
groups  in  all  provinces.  Intervenors  themselves  speak  strongly  of  the 
need  for  being  better  skilled  and  trained  to  meet  their  responsibi- 
lities. However,  traininy  for  intervenors  will  not  be  dealt  with  at 
this  point  since  the  focus  here  is  on  the  educational  development  of 
deaf-blind  persons. 

In  the  province  of  Quebec  there  are  no  formal  educational  proyrairis 
tnat  have  become  known  to  the  Task  Force,  with  one  exception:  there  is 

a small  program  serving  approximately  six  francophone  children  at  tne 
Institut  des  Sounds  in  Montreal.  There  is  no  knowledge  of  tne  numoer  in 
Quebec  who  should  be  receiving  educational  training  and  it  could  not  be 
determined  if  there  were  any  anglophone  deaf-blind  children  in  the 
province.  On  the  basis  of  statistical  incidence,  there  should  be  as 
many  deaf-blind  children  in  Quebec  as  in  Ontario  - at  least  100  but 
likely  more  than  double  that  number.  It  is  deplorable  to  think  that 
there  may  be  human  beings  languishing  in  institutions  not  suited  to 
their  needs  or  their  potential.  Every  effort  must  be  made  by  the 
provincial  authorities  in  Quebec  in  conjunction  with  private  agencies 
and  institutions,  to  determine  the  actual  situation  and  to  implement 
services  and  ijroyrams  for  the  children  involved. 

At  the  present  time,  there  is  only  one  pre-school  and  school  aye 
Resource  Service  in  Canada.  Tne  Deaf-Blind  Resource  Service  is  provided 
by  the  Ontario  Ministry  of  Education  and  is  coordinated  out  of 
W.  Ross  Macdonald  School,  Brantford,  Ontario. 

There  are  five  resource  personnel  with  one  supervisor  serving  60 
children  across  the  province.  Each  resource  worker  visits  the  home  or 
school  in  the  children's  hometown  on  a bi-weekly  basis.  The  service 
provides  help  to  parents,  teachers,  infant  stimulation  workers,  and  to 
the  chi  Idren. 

The  resource  workers  also  provide  traininy  for  parents  and 
intervenors  at  workshops  and  seminars  in  central  locations  across  the 
province.  This  is  a very  valuable  service  which  should  be  replicated  in 
al  I other  provinces. 
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With  one  or  two  exceptions  the  educational  situation  for  deaf-blind 
adults  is  non-existent.  Intervention  in  primary  and  secondary  school 
educational  programs  is  recognized  as  a necessity.  However,  post- 
secondary education,  adult  education  programs  and  educational  upgrading 
courses  are  rarely,  if  ever,  available  for  the  deaf-blind  because  no 
program  is  in  place  and  intervention  is  not  available.  In  vocational 
training  and  post-secondary  education,  intervention  plays  as  integral  a 
role  as  in  other  aspects  of  the  life  of  the  deaf-blind  person.  This 
will  be  the  subject  of  the  next  section. 


★ ★ ★ ★ ★ 


Recotnnendation  1: 

That  provincial  governments  provide  educational  opportunities 
for  deaf-blind  persons  beyond  traditional  age  limits. 


Keconmendation  2: 

That  intervenors  be  available,  as  a provincial  responsibility, 
in  all  educational  programs  for  deaf-blind  persons. 


Kecommendation  3: 

That  all  provinces  provide  funding  for  intervention  services 
during  vacation  periods  for  all  deaf-blind  school  age  children. 


Recommendation  4: 

Tfiat  educational  authorities  in  all  provinces  work  in  close 
cooperation  with  social  service  departments,  private  agencies  and 
parents  to  plan  for  the  future  of  deaf-blind  children  graduating 
from  the  educational  system. 


CAREER  BRIDGES 


rne  previous  section  on  education  is  closely  related  to  tne  career 
expectations  of  deaf-blind  persons.  In  addressing  this  theme  it  is 
importaht  to  clearly  understand  that  many  of  these  individuals  perhaps 
have  brighter  dreams  and  hopes  for  careers  than  we  realize,  society  in 
general,  and  educators,  families  and  concerned  professionals  in 
particular,  must  be  very  careful  not  to  impose  ttieir  own  expectations 
upon  the  deaf-blind.  There  is  a myth  that  a person  with  a disability 
cannot  achieve  the  same  goals  as  "normal"  people.  The  House  or  Commons 
Special  Committee  on  the  Disabled  and  the  Handicapped  (iDBl)  made  tni s 
point  effectively  in  their  report  OBSTACLES.  It  is  often  much  easier  to 
pity  than  to  promote.  In  many  instances  during  the  visits  of  tne  TasK 
Force  media  personnel,  travellers,  shopkeepers,  business  people  and 
others  were  awed  that  the  deaf-blind  member  of  tne  group  could  travel 
independently,  could  speak  for  himself,  could  have  a sense  of  humour, 
could  be  successfully  employed  or  do  many  other  things. 

Careers  for  deaf-blind  persons  must  be  considered  within  the 
context  of  realism.  This  realism  must  be  evident  by  parents  of 
congenital  ly  deaf-b  Mnd  children.  There  is  less  likelihood  of  them 
being  able  to  achieve  the  same  goals  as  persons  who  have  haa  sight  and/ 
or  hearing  at  some  time.  Usher's  Syndrome,  a genetic  condition,  which 
may  not  be  detected  during  early  childhood  may  become  evident  later. 

Loss  of  sight  may  hot  be  detected  until  the  late  teens  or  into  the 
Ed's.  It  IS  not  intended  that  the  various  conditions  causing  deaf- 
blindness  should  be  addressed  at  this  juncture.  The  foreyoing 
references  are  merely  to  indicate  that  the  severity  of  the  loss  of  sight 
and  hearing  and  the  age  of  onset  of  the  losses  greatly  condition  the 
expectations  for  successful  career  planning.  The  young  person  who  has 
had  the  advantage  of  a good  educational  background  should  be  helped  to 
develop  a career  objective.  Unfortunately  this  does  not  general  Ij^  cipply 
to  the  congenitally  deaf-blind  person.  There  are  exceptions  and  these 
Should  nut  be  overlooked.  Qualified  and  alert  teachers  and  intervenors 
can  recognize  career  potential  and  their  evaluations  and  recoinmendati on s 
must  be  accepted  over  and  above  dcademic  ratings  and  standings. 

The  preceding  section  referred  to  the  educational  lag  of  deaf-blind 
persons  due  to  first  having  to  learn  a communication  skill  which,  or 
necessity,  extends  the  time-frame  for  reaching  ordinary  educational 
milestones.  Educational  upgrading  for  deaf-blind  persons  who  have 
potential  muse  be  recognized  by  the  appropriate  authorities  not  only  as 
a desirable  goal  but  as  an  option  for  those  who  have  career  ability  and 
wi  sn  to  pursue  it.  Whether  this  is  provided  through  special  adult 
education,  mature  student  programs  or  by  extension  or  the  provincial 
Education  Acts  beyond  their  present  levels  does  nut  matter  - it  muse  be 
done. 


It  can  be  argued  thac  other  disability  groups  nave  the  same  right 
to  educational  advantages.  The  Tasx  Force  does  not  deny  this  and  in 
fact  supports  any  principle  that  enables  any  individual  to  enjoy  the 
same  advantages  as  the  general  population.  Age  or  cause  of  disability 
is  not  the  fact  - the  quality  of  human  life  and  dignity  is  the  bottom 
line. 
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Vocational  training  is  the  option  of  those  who  have  the  pre- 
requisite education,  aptitude  and  the  special  requi rements  for 
acceptance  by  the  training  facility  (community  college,  university, 
etc.)  that  provides  the  appropriate  courses.  Hurdles  and  roadblocks  are 
immediately  in  the  path  of  the  deaf-blind  person  who  is  career- 
oriented.  Separate  and  apart  from  educational  preparation  that  person 
must  now,  once  again,  face  the  communication  barrier.  Without  an 
intervenor  the  vocational  doors  are  closed  - shut  tight.  Several 
universities,  community  colleges  and  training  programs  provide  support 
services  to  the  visually  impaired  or  the  hearing  impaired.  These  may 
include  i nterpretors , note  takers,  talking  books  and  braille.  The  Task 
Force  congratul ates  those  who  provide  such  services  - however  they  are 
not  usually  sufficient  or  appropriate  for  the  deaf-blind.  An  intervenor 
may  be  an  interpreter  but  an  interpreter  is  not  necessarily  an 
intervenor.  Interveners  must  be  available  for  deaf-blind  persons  who 
wish  to  pursue  vocational  training. 

Because  of  the  limited  experience  that  many  deaf-blind  persons  have 
with  the  outside  world,  entry  into  a vocational  training  program  may 
pose  problems.  Many  deaf-blind  persons  will  need  some  sort  of  pre- 
vocational  training.  This  must  start  with  the  provision  of  education 
that  is  appropriate  to  the  learning  ability  of  deaf-blind  persons.  For 
those  who  have  limited  dexterity  or  slower  learning  ability, 
experimental  work  experiences  should  be  available  perhaps  in  sheltered 
workshops  or  in  sheltered  employment  environments.  The  Task  Force  is 
aware  of  many  sheltered  workshops  in  Canada  that  are  willing  to  provide 
skill  training  for  those  who  have  ability.  They  are  also  willing  to 
provide  an  activity  type  program  tor  those  who  do  not  have  the  potential 
to  develop  employment  skills.  Their  budgets  are  not  flexible  and  do  not 
provide  a margin  for  the  employment  of  an  intervenor.  This  person  - the 
intervenor  - is  now  the  same  "eyes  and  ears"  that  were  available  in  the 
educational  classes  and  schools  mentioned  earlier. 

Not  to  be  negated  in  this  consideration  of  educational  upgrading, 
pre- vocati onal  and  vocational  training,  is  the  place  of  technical  aids 
which  provide  a degree  of  independence  to  supplement  or  complem-int  the 
interveners'  presence  in  the  life  of  the  deaf-blind  person.  There  is  a 
wide  range  of  technical  aids  that  will  be  referred  to  later.  The  cost 
of  these  is  not  always  cheap  or  marginal  but  the  satisfaction  to  the 
user,  the  ability  to  be  competeti vely  employed  and  the  degree  of 
independence  which  results  cannot  be  evaluated  in  dollars  and  cents. 

A comparison  may  be  drawn  with  respect  to  vocational  assessments 
for  the  deaf-blind  person  and  the  average  "normal"  individual.  Aptitude 
tests  are  an  everyday  occurrence  in  high  schools,  vocational  schools, 
community  colleges  and  universities.  The  Task  Force  does  not  wish  to 
argue  the  merits  or  demerits  of  these.  They  are  used  to  avantage  in 
many  instances  for  career  planning.  These  are  denied  to  the  deaf-blind 
person  who  cannot  see  or  hear  the  instructions  of  those  who  administer 
them.  There  are  only  two  registered  psychologists  in  Canada  known  to 
the  Task  Force  who  can  communicate  personally  with  a deaf-blind  person. 
There  are  very  few  others,  if  any.  This  type  of  communication  is 
invaluable  since  a good  vocational  assessment  should  include  such  things 
as:  intellectual  and  memory  functioning;  level  of  language  tunctioning, 
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achievement  in  arithmetic,  readiny  and  spelling;  manual  and  fine  finger 
dexterity;  interests;  visual  and  aural  facility;  personality  factors 
and,  especially,  communication  ability.  Such  assessments  should  be 
extensive  and  thorough  and  are  needed  to  determine  vocational 
potential.  Unless  interveners  are  available  such  assessements  are 
virtually  impossible. 

Vocational  training  opportunities  in  the  public  school  systeiri  are 
excellent  but  the  benefits  are  often  lost  with  the  ending  of  school 
attendance.  The  Task  Force  learned  of  very  few  instances  where  deaf- 
blind  persons  have  utilized  the  services  of  the  provincial  governments 
for  vocational  training.  Probably  this  is  due  to  individuals  with 
vocational  potential  not  being  aware  of  these  services  or  the  financial 
benefits.  School  authorities  should  make  referrals  to  these  vocational 
services  when  schooling  is  drawing  to  an  end.  Professionals  working 
with  the  deaf-blind  have  the  responsibi I i ty  of  exploring  these  services 
as  well  so  as  to  be  able  to  refer  tneir  clients. 

The  Government  of  Canada,  through  the  provisions  of  the 
Rehabilitation  of  Disabled  Persons  Act  (Health  and  Welfare  Canada), 
cost-shares  (50-5U)  with  the  provinces  in  a wide  ran^e  of  vocational 
training  costs,  including  living  allowances,  technical  aids,  community 
col  1 ege/uni versi ty  training  courses  that  are  empl oyment-oriented.  Some 
provinces  provide  training  and  technical  devices  which  may  be  in 
addition  to  those  that  are  cost-shared  federally.  The  Task  Force  is 
aware  of  one  or  two  instance  where  intervenors  were  provided  through 
provincial  vocational  rehabilitation  services.  This  is  commendable  and 
some  Directors  of  Vocational  Renabi  1 i tati on  who  met  with  the  Task  Force 
have  indicated  that  intervention  could  be  part  of  an  overall  vocational 
rehabilitation  program.  All  such  possibilities  should  be  explored  with 
the  provincial  rehabilitation  officials  in  order  to  take  the  most 
advantage  of  benefits  which  are  open  to  the  deaf-blind. 

It  has  been  pointed  out  to  the  Task  Force  that  we  all  have  the 
option  or  changing  careers  during  our  lifetimes.  Job  retraining  is 
provided  by  Canada  Manpower  as  a viable  option  in  instances  where  new 
Skills  are  better  suited  to  employment  locations.  In  contrast,  once 
training  has  been  provided  under  a provincial  Vocational  Rehabilitation 
of  Disabled  Persons  program  there  is  no  opportunity  for  retraining  in 
another  career  under  that  program.  This  applies  to  all  disabled  persons 
but  may  be  especially  serious  for  the  deaf-blind  person  for  whom  valid 
vocational  assessments  are  difficult  to  obtain.  The  Vocational 
Rehabilitation  of  Disabled  Persons  Act  (federal)  and  comparable 
provincial  legislation  should  be  modified  or  interpreted  in  such  a way 
so  that  financial  support  is  provided  for  a change  of  career,  when  this 
is  more  appropriate  to  the  interests,  abilities  and  job  o^^porcuni ties  of 
deaf-blind  persons  and  those  with  other  disabilities.  Change  of  career 
is  an  option  for  the  average  individual  and  many  of  us  have  taken 
advantage  of  it  repeatedly  over  a lifetime.  Disabled  persons, 
especially  the  deaf-blind,  should  have  the  same  opportunity. 
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Reconmendation  1: 


That  provincial  governnent  departments  work  cooperatively  with 
deaf-blind  persons,  school  authorities,  service  providers,  parents, 
professionals  and  others  to  develop  realistic  career  opportunities 
for  all  deaf-blind  persons  capable  of  employment. 


Reconmendation  2: 


That  intervenors  be  made  available  for  all  deaf-blind  persons 
as  an  integral  part  of  any  vocational  training  program. 


EMPLOYMENT 


The  deaf-blind  person  who  has  not  only  coped  with  the  pressures 
resulting  from  his  disability  but  who  has  achieved  skills  through 
education  and  specialized  training  would  have  to  be  considered  a good 
employment  risk.  Human  nature  being  what  it  is,  placement  officers 
(government  or  private  agency)  know  the  reality  of  convincing  potential 
employers  that  disabled  persons  can  perform  jobs  with  the  same  degree  of 
efficiency  and  with  less  time  lost  in  work  hours  than  the  average 
employee.  Many  capable  deaf-blind  persons  are  eager  to  find  their  place 
in  the  work  market. 

Common  sense  dictates  that  if  a deaf-blind  person  has  the  stamina, 
motivation  and  determination  to  progress  to  a level  of  education  and 
training  that  makes  him  "job  ready",  then  that  same  person  has  the 
ability  to  perform  in  the  workplace  with  the  same  degree  of 
determination  and  success  as  he  displayed  during  his  preparatory  years. 
The  myth  of  a disability  detracting  from  job  performance  has  been 
exposed  and  many  business  persons,  personnel  officers  and  employers  know 
this.  Yet  many  employers  remain  unconvinced.  The  whole  gamut  of 
reasons  (excuses)  are  pulled  from  the  book:  safety  factors,  lack  of 

insurance  to  cover  high  accident  risk,  absenteeism  because  of  related 
health  aspects,  lack  of  experience,  etc.  These  "reasons"  must  be  shown 
to  be  exactly  what  they  are:  excuses  which  increase  prejudice  against 

the  disabled. 

Many  deaf-blind  persons  have  skills  which  enable  them  to  be 
employed  if  they  have  full-time  intervention.  Others  might  require  an 
intervenor  for  certain  times  and  yet  others  will  need  only  minimal 
intervention.  The  amount  of  intervention  required  will  depend  upon  the 
type  of  job  being  done,  the  skills  of  the  deaf-blind  person,  the  amount 
of  interaction  with  fellow  employees  and  the  skills  of  those  fellow 
employees.  No  matter  the  amount,  governments  must  come  to  grips  with 
the  reality  and  necessity  for  salaried  intervenors.  This  would  have  the 
effect  of  providing  dignified  employment  for  two  persons.  The 
intervenor  would  be  a salaried  person  who  might  otherwise  be  receiving 
social  assistance  or  unemployment  insurance  benefits.  The  deaf-blind 
person  would  gain  self-esteem  and  dignity,  receive  remuneration  from  his 
employment  and  thereby  carry  his  own  weight  as  a taxpayer. 

The  cost  of  intervention,  in  most  cases,  would  not  be  more  than  the 
government  support  costs  if  the  deaf-blind  person  remained  unemployed. 
(Of  course,  the  Task  Force  does  not  wish  to  imply  that  intervention  be 
available  only  to  deaf-blind  persons  who  are  employed.)  The  cost  factor 
of  intervention  related  to  employment  is  one  aspect,  but  is  far  from  the 
sole  motivating  factor  when  advocating  the  employment  of  deaf-blind 
persons.  Our  society  places  a high  value  on  employment;  many  of  our 
perceptions  about  self-worth,  dignity,  importance,  etc.  stem  from  our 
work  status.  Deaf-blind  persons  become  far  more  than  mere  taxpayers 
when  they  are  successfully  employed  - they  become  recognized  human 
beings  making  a contribution  to  society.  They  have  said  this  repeatedly 
to  the  Task  Force. 
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Employment  is  a broad  term  and  is  intended  to  cover  such  things  as; 
competitive  employment,  sheltered  workshops,  nome  industry,  professional 
careers,  and  homemaking.  Deaf-blind  persons  must  have  the  same  range  of 
employment  options  as  the  rest  of  the  population.  No  one  can  say  what 
kind  of  employment  is  best  or  which  is  more  important.  The  issue  is 
that  if  a deaf-blind  person  wishes  to  be  employed,  all  assistance  must 
be  provided  to  remove  the  obstacles  placed  in  his  path  by  our  society. 
The  Task  horce  does  not  ask  that  deaf-blind  persons  be  given  special 
opportunities  or  special  consideration  just  because  they  are  deaf-blind; 
neither  should  they  be  denied  opportunity  or  consideration  because  they 
cannot  see  or  hear. 

In  numerous  instances  the  Task  Force  was  asked,  particularly  by  job 
placement  officers,  "What  can  deaf-blind  persons  do?".  The  stock  answer 
we  used  was  "Anything  except  be  a brain  surgeon  or  airline  pilot!"  The 
point  is  tnat  the  answer  is  the  same  one  you  would  get  if  you  asked, 
"What  can  John  Doe  do?"  Each  deaf-blind  person  is  different,  with 
different  skills,  abilities  and  desires.  Historically  deaf-blind 
persons  have  not  worked  - not  because  they  couldn't  but  because  society 
was  not  prepared  to  let  them.  Those  deaf-blind  persons  who  have  been 
employed  (not  necessarily  in  Canada)  cover  as  wide  a range  of  gobs  as 
the  general  population  does:  professors,  poets,  computer  programmers, 

assembly  line  workers,  secretaries,  broom  makers,  accountants,  janitors, 
social  workers.  Une  cannot  and  must  not  generalize.  Instead  of  asking 
"What  can  deaf-blind  persons  do?"  ask  "What  can  this  deaf-blind  person 
do?" 


Perhaps  a couple  of  examples  will  help  to  illustrate  attitudinal 
syndromes.  Jorin,  a former  employee  in  the  Public  Works  Department  in  a 
major  city,  told  the  Task  Force  of  his  experience.  After  more  than  20 
years  as  a skilled  plumber  he  was  "released".  His  employer  knew  him  to 
be  deaf  but  when  his  Manager  learned  that  he  was  also  regiscered  with 
the  CNIP,  he  was  f i red  because  he  was  considered  a safety  risk. 

That  was  several  years  ago.  He  still  has  residual  sight  which  enables 
him  to  practice  his  trade  privately  doing  odd  jobs  that  come  to  his 
attention  through  his  friends. 

The  problem  is  not  only  one  of  job  training  and  placement,  it  is 
the  breaking  down  of  attitudinal  barriers.  In  this  instance,  no  attempt 
was  made  to  sustain  employment  and  doubtless  this  is  not  the  only  such 
case  that  exists. 

Jerry  is  a 20  year  old  who  is  highly  intelligent  and  moti^/ated  and 
is  employed  as  a dishwasher  - far  below  his  capability.  He  would  like 
to  be  a computer  programmer  but  does  not  have  an  intervenor  to  assist 
with  the  college  course.  His  case  workers  are  happy  he  has  the  job  as  a 
dishwasher  - at  least  an  employer  considered  him  capable  of  this.  There 
is  no  criticism  of  the  caseworkers  who  worked  diligently  to  find  any 
kind  of  employment  but  it  is  a sad  commentary  that  a capable  young  man 
is  denied  the  opportunity  for  personal  growth,  development,  training  and 
meaningful  employment. 
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The  Task  Force  realizes  that  many  problems  are  encountered  by 
counsellors  and  joo  placement  officers.  Employers  are  reluctant  to 
accept  the  disabled.  Due  to  heavy  caseloads  it  is  therefore  much  easier 
to  seek  jobs  for  non-disabled  persons.  As  with  the  yeneral  population 
there  is  a reluctance  by  some  placement  officers  to  yet  "close"  to  a 
deaf-blind  perbon.  This  problem  is  compounded  in  some  instances  by  a 
lack  of  knowledge  of  the  many  technical  aids  that  are  available  that 
would  allow  deaf-blind  persons  to  do  particular  jobs.  This  is 
especially  true  with  modern,  sophisticated  computerized  equipment:.  On 
the  other  hand,  somethin;^  as  simple  as  improved  lighting,  or  a 
mechanical  safety  guard,  could  be  all  that  is  required. 

In  the  foregoing  examples,  John  could  undoubtedly  nave  been 
assisted  to  retain  employment  - if  not  in  his  old  job,  in  a related 
one.  Jerry  could  be  provided  with  an  intervenor  to  achieve  his  goals. 

It  is  hoped  this  still  may  happen.  How  many  others  face  similar  or 
different  problems.''  It  is  hoped  someone  listens  and  acts.  Adults  now 
working  who  are  facing  vi sion/neari ng  loss  must  be  helped,  either  by 
human  or  technical  means,  to  keep  their  jobs.  Can  society  in  conscience 
do  less? 

i^any  adult  deaf-blind  persons  have  not  attempted  to  enquire  about 
job  training  or  employment.  They  have  not  had  the  ability  to 
communicate  their  wishes;  they  have  been  conditioned  to  feel  they  are 
unemployable;  they  have  been  considered  nobodies  except  by  caring 
families.  Agencies,  social  workers,  yovernmenc  officials,  employers, 
and  the  general  public  must  be  aware  of  this  hidden  minority  and  react 
responsibly. 


HOMEMAKING: 

One  very  important  employment  related  service  is  that  of 
homemaking.  Society  generally  is  made  up  of  both  men  and  women  who  are 
job  and  career  oriented.  It  also  includes  those  who  have  chosen  to  be 
the  homemakers  - homemaking  is  their  career.  Yet,  many  deaf-blind 
adults  face  almost  insurmountable  problems  eitner  in  being  able  to  live 
independently  or  in  taking  on  the  much  greater  responsibility  of  family 
homeinaking.  This  applies  to  both  men  and  women,  married  or  unmarried. 
Faced  with  the  major  obstacle  of  there  being  no  resource  or  training 
centre  and  the  unavailability  of  intervenors  with  either  the  time  or  the 
skills  necessary  to  instruct  deaf-blind  persons,  homeinaking  becomes  an 
impossibility  for  the  majority. 

It  is  necessary  to  look  at  the  problem  from  several  vantage 
points.  First,  there  are  the  young  adults  who  are  progressing  through 
the  educational  system  and  leaving  special  school  programs.  Although 
some  daily  living  skills  are  taught,  t lere  is  much  more  to  be  done 
throug  daily  instruction,  in  a home-type  environment,  before  even  basic 
skills  are  sufficiently  developed  to  enable  any  degree  of  independence. 

Tne  daily  living  skills  teaching  unit  at  the  Helen  Keller  National 
Centre  in  New  York  has  proved  that  many  deaf-blind  adults  c.jn  be  taught 
to  be  relatively  or  wholly  independent.  This  includes  the  whole  range 
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of  duties  that  normally  apply  to  the  home,  such  as  dusting,  vacuuming, 
bedmaking,  dishwashing,  basic  cooking,  meal  preparation  and  other 
things.  Infant  and  child  care  are  also  a special  part  of  homemaking  and 
for  the  adventitiously  deaf-blind  parent  or  parents,  it  is  necessary  to 
develop  programs  that  can  assist  them  to  become  proficient  in  this  area. 

Those  individuals  who  become  deaf-blind  after  having  already  had 
independent  living  or  homemaking  experience  must  be  provided  with  the 
facility  for  retraining.  There  are  few  people  who  do  not  know  of  a 
stroke  victim  who  has  been  helped  to  regain  independence  through 
rehabilitation  techniques.  There  is  no  need  to  explain  the  happiness 
and  satisfaction  of  that  person  to  be  able  to  function  again  with 
independence.  The  person  who  has  become  deaf-blind  and  has  enjoyed  all 
the  experiences  of  daily  living  must  be  provided  with  the  same 
opportunity  to  become  self-functioning  and  independent.  Once  again, 
without  intervenors,  deaf-blind  persons  cannot  be  helped  to  live 
independent  lives  and  they  are  then  more  likely  to  be  a burden  on  other 
family  members  or  become  institutionalized. 

In  order  for  the  deaf-blind  person  to  be  an  independent  homemaker 
many  appliances,  utensils  and  tools  have  to  be  adapted.  As  with  those 
persons  who  have  outside  employment,  technical  aids  can  play  an 
important  role  in  homemaking.  An  aid  that  signals  a doorbell  ringing  or 
a baby  crying,  an  aid  to  allow  the  person  to  read  a recipe  and  make  a 
shopping  list,  a telephone  device  for  the  deaf,  are  all  as  important  to 
the  homemaker  as  to  the  employee.  In  certain  provinces  the  VRDP 
legislation  recognizes  homemaking  as  a form  of  employment.  The  Task 
Force  urges  that  this  be  considered  by  all  provinces,  if  it  is  not 
already  done,  and  that  it  include  single  persons  as  well  as  family 
members.  Again  the  financial  cost  of  a few  technical  aids  pales  in 
comparison  to  the  cost  of  institutionalization,  to  say  nothing  of  the 
humane  factors. 


* ★ * * * 


Recommendation  1: 

That  intervenors  be  provided  for  all  employed  deaf-blind 
persons,  as  required,  and  that  the  responsibility  for  the  payment 
of  their  salaries  be  determined  by  federal  and  provincial 
author! ti es. 


Recommendation  2: 

That  National  Voluntary  Organizations,  such  as  the  Canadian 
Rehabilitation  Council  for  the  Disabled,  the  Canadian  Council  of 
Rehabilitation  Workshops,  and  others  should  consider  expanding 
their  advocacy  and  awareness  programs  to  include  the  employment 
potential  of  deaf-blind  persons. 
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Recommendation  3: 

That  technical  aids  and  devices  be  provided  free  of  charge  to 
all  deaf-blind  persons  who  require  them  and  that  these  be 
cost-shared  equally  by  the  federal  and  provincial  governments. 


LEISURE 


Due  to  the  prevailiny  attitudes  on  employment  for  deaf-blind 
persons  and  the  deartli  of  opportunities  in  the  marketplace,  leisure  time 
activities  are  of  the  utmost  importance  for  deaf-blind  persons  of  all 
ayes.  Boredom  tor  the  rank  and  file  of  the  population  precipitates 
social  problems  and  in  today's  society  it  is  often  manifested  in 
inappropriate  behaviour.  Transfer  the  yeneral  concept  of  boredom  to 
deaf-blind  persons  who  do  not  have  access  to  activities  for  sighted, 
hearing  people  and  one  can  understanvi  the  frustration  and  the  overt 
temper  tantrums  or  other  forms  of  unacceptable  behaviour  that  can 
resul  t. 

If  we  consider  the  elderly  person,  we  must  realize  that  a 
significant  number  in  the  total  population  have  become  (or  are  becoming) 
deaf-blind  as  a natural  result  of  the  aging  process.  At  the  present 
time  the  known  number  of  elderly  deaf-blind  is  approximately  one-half  of 
all  deaf-blind  persons  reyi stored  with  the  CNIB  (where  the  only 
statistical  information  is  available).  The  Task  Force  has  visited 
persons  in  nursing  homes  and  homes  for  the  aged  and  has  seen  persons  who 
were  active  all  their  lives  now  living  in  silent  darkness.  They  do  not 
participate  in  leisure  time  activities  as  they  haa  once  done. 

Simple  hobbies  such  as  woodworking,  knitting,  crocheting  or  rug 
hooking  may  have  been  put  aside  because  there  was  no  encouragement  to 
continue  these  tasks  or  no  one  to  show  them  simple  techniques  that  would 
enable  them  to  continue  such  hobbies  once  their  sight  had  diminished. 

They  do  not  talk  to  anyone  because  intervenors  are  not  available  to 
racilitate  communication.  Staff  in  such  facilities  recognize  their 
inadequacy  and  through  some  gestures  or  body  contacts  are  aele  to 
communicate  only  the  basic  things  relating  to  meals,  personal  care, 
sleeping,  etc.  They  almost  never  have  the  time  to  engage  a deaf-blind 
person  in  a social  or  recreational  activity.  The  only  leisure  activity 
these  seniors  liave  is  to  try  to  enjoy  the  boredom. 

Senior  citizens  are  not  the  only  deaf-blind  persons  who  find 
themselves  with  a great  deal  of  free  time.  Many  younger  persons  have 
nad  to  take  early  retirement  due  to  deaf-blindness  resulting  from 
Usher's  Syndrome,  industrial  accident,  or  other  cause.  These  too  are 
persons  who  are  now  faced  with  endless  empty  hours  as  part  of  their 
pattern  of  living. 

What  IS  available  for  these  individuals  at  the  present  timeV  Not 
very  much.  The  community  programs  are  there  but  access  to  them,  to  say 
nothing  or  simply  finding  them,  is  very  difficult.  The  available 
intervenors  are  overworked  in  their  attempts  to  meet  more  basic  needs. 
Outings,  trips,  sports  activities,  recreational  classes  and  many  other 
things  can  be  enjoyed  by  deaf-blind  persons  whether  in  their  own  homes 
or  in  institutions.  Within  the  home,  individual  activities  such  as 
crafts  can  be  taught  and  pursued,  eventually  withdrawing  the  assistance 
of  the  intervenor.  Devel upinent  of  a positive  self-image  is  an  important 
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result  of  this  kind  of  work.  However,  intervenors  are  essential  to 
or  in  institutions.  Within  the  home,  individual  activities  bucn  as 
crafts  can  be  tauyht  and  pursued,  eventually  withdrawing  the  assistance 
of  the  intervenor.  Development  of  a positive  self-imaye  is  an  important 
result  of  this  kind  of  work.  However,  intervenors  are  essential  to 
sti'pulate,  oryanize,  teach  and  provide  a range  of  leisire  time 
acti vi ti es . 

At  this  time  there  are  four  associations  for  the  deaf-blind  in 
Canada:  one  each  in  ^t.  John  s,  Ottawa,  Toronto  and  Vancouver.  They 
arrange  regular  social  get-togethers,  business  meetings  and  recreational 
outinys.  Stimulating  exercise  and  socialization  Oucur  through  such 
activities  as  bowling,  swimming  and  skiing.  Operators  of  ski  resorts 
near  Toronto  have  sp.jcial  skiing  events  for  persons  with  a range  of 
disabilities  and  deaf-blind  persons  participate.  Incredible  gains  in 
self-confidence  and  mobiliuy  have  been  noted. 

The  CNIb  summer  camp  for  the  blind  at  Lake  Joseph,  Ontario  has  a 
two-week  program  geared  for  deaf-blind  persons.  This  annual  event  is 
attracting  individuals  from  across  Canada  and  deaf-blind  persons  have 
emphasized  how  much  they  enjoy  the  social  interaction,  recreation  and 
education  they  receive  while  at  camp.  Unfortunately  the  cost  prohibits 
many  "would-be  campers"  from  attending.  They  must  raise  their  air 
fares,  pay  their  camp  fees  and  find  intervenors  (preferably  professional 
but  usually  volunteer)  to  assist  them  in  travel  and  throughout  the  camp 
program. 

Facilities  Such  as  summer  camps,  skiing  and  other  types  of 
recreational  facilities  should  be  explored.  Community  parks  and  play- 
grounds should  be  adapted  to  the  usage  of  all  disabled  persons  with  a 
special  understanding  of  the  needs  of  the  deaf-blind,  a small  minority 
within  the  disabled  po,/ulation.  It  is  impossible  for  deaf-blind 
individuals,  children  or  adults,  to  take  advantage  of  the  facilities 
which  are  taken  tor  granted  by  the  general  population  anless  there  are 
INTERVENORS. 

For  the  jounger  congenitally  deaf-blind  adults,  for  whom  there  are 
no  employment  opportunities  either  temporarily  or  indefinitely,  there 
must  be  consideration  for  them  to  usefully  occupy  their  leisure  time. 
Boredom  is  probably  one  of  the  most  devastating  preci pi tators  of  aggres- 
sive behaviour.  Family  members,  or  wnoever  is  responsible  for  the  care 
or  housing  of  deaf-blind  persons,  are  the  first  to  feel  the  effect  of 
the  pressure  resulting  from  Doredom,  thus  putting  extra  strain  on  them. 
There  must  be  an  answer.  There  is  one  - adequate  activities  both  in  the 
home  and  in  the  community  PLUS  adequate  intervention  services  to  perform 
them. 


* * * * * 


Recommendation: 

That  leisure  time  activities  be  considered,  by  all  funding 
bodies  and  voluntary  agencies  providing  service  to  deaf-blind 
persons,  as  an  integral  part  of  their  programs. 


HOUSING 


Earlier  references  have  touched  upon  the  problems  relating  to 
housing.  One  cannot  refer  to  independence,  self-care,  employment,  or 
any  facet  of  life  without  reference  to  daily  living  and  the  implications 
tor  housing  which,  once  again,  creates  the  demand  for  adequate  support 
services  - primarily  intervention. 

For  the  deaf-blind  person  who  is  capable  of  living  semi- 
independent  ly  , group  homes  have  been  stressed  in  all  provinces  by 
parents,  educators,  agency  personnel  and  others  who  are  serving  the 
deaf-blind.  Group  homes  for  the  deaf-blind  are  not  available  anywhere 
in  Canada  at  the  present  time.  However  two  proposals  are  before 
two  provincial  governments  for  funding  consideration  - one  in  Ontario, 
the  other  in  Alberta. 

The  Ontario  proposal  was  submitted  to  the  Ontario  Ministry  of 
Community  and  Social  Services  in  1983  by  the  COBRA,  Ontario  Chapter. 

The  Lions  Clubs  of  District  "A"  have  provided  the  funds  for  the  purchase 
and  furnishing  of  a home  in  Brantford.  The  provincial  government  has 
been  asked  to  provide  the  ongoing  operational  costs,  i.e.  staff 
salaries,  maintenance,  etc.  The  group  home  is  designed  to  provide 
transitional  living  accommodation  for  nine  deaf-blind  persons  witn  an 
intervenor-resident  ratio  of  1 to  3. 

This  group  home  is  to  be  the  forerunner  of  other  group  homes  in 
Ontario  and  later  possibly  to  be  promoted  by  Lions  Club  members 
throughout  Canada.  The  Task  Force  considers  that  such  homes  should  oe 
listed  as  homes  for  special  care  under  the  provisions  of  the  Canada 
Assistance  Plan  and  thus  be  eligible  for  some  aspects  of  cost-sharing. 

In  Alberta  a submission  was  also  presented  in  1983  to  the 
Department  of  Social  Services  by  Lauderdale  House,  a private  group  home 
enterprise  serving  young  deaf  persons.  The  staff  and  supporters  of 
Lauderdale  House  have  realized  that  a group  home  designed  to  serve  deaf 
persons  is  not  appropriate  for  deaf-blind  persons  and  that  such  a 
facility  is  needed  to  meet  the  specific  needs  of  tne  deaf-blind.  It  is 
hoped  that  this  proposal  will  become  a reality  within  the  coming  year. 

It  will  accommodate  6 to  8 deaf-blind  persons,  with  intervenors  and 
necessary  group  home  staff. 

Wnen  these  two  group  homes  become  a reality,  as  it  is  hoped  they 
will,  they  will  be  the  only  two  in  Canada  serving  solely  deaf-blind 
persons.  The  features  of  the  group  home  in  Brantford,  Ontario  indicate 
that  it  will  serve  an  essential  need  in  an  area  in  close  proximity  to 
the  educational  program  at  the  W.  Ross  Macdonald  School.  The  corps  of 
professionals  available  at  the  school  can  provide  advice  and  support 
during  the  initial  stages  to  the  staff  of  the  group  home.  While  it  will 
be  valuable  for  those  in  Ontario,  it  will  serve  only  nine  deaf-blind 
persons  at  any  one  time. 


37 


There  are  many  other  deaf-blind  persons  in  the  rest  of  Ontario  and 
across  Canada  who  would  benefit  from  a facility  such  as  this.  Other 
areas  in  Canada  have  not  developed  plans  for  the  children  now  returning 
to  their  homes,  to  say  nothing  of  the  hundreds  of  adults  who  now  reside 
in  inappropriate  accommodation.  Parents  in  all  provinces  express 
feelings  of  desperation  and  anger  that  suitable  housing  for  their 
children  is  non-existent  - and  parents  have  repeatedly  said  they  cannot 
be  around  forever.  Deaf-blind  persons  have  stressed  to  the  Task  Force 
their  desire  to  live  where  they  choose,  not  where  they  are  forced  to 
live  because  nothing  else  exists. 

When  deaf-blind  children  are  living  at  home,  parents  need 
specialized  support  services  in  addition  to  i nterventi on.  Many  parents 
have  expressed  their  need  for  respite  service.  This  could  be  provided 
in  a centre  where  the  child  could  stay  while  parents  take  a vacation  or 
need  a day  away  from  the  duties  of  parenting.  This  could  also  be 
achieved  by  increased  funding  to  provide  24  hour-a-day  intervention.  As 
well,  support  services  are  needed,  such  as  homemaker  services,  when  the 
parent  providing  care  for  a deaf-blind  person  is  ill  or  confined  to  a 
hospital . 

Homes  for  the  aged  and  nursing  homes  designed  to  serve  the  deaf- 
blind  are  not  available.  The  Task  Force  has  visited  a number  of 
seniors'  homes  where  deaf-blind  individuals  spend  endless  hours  doing 
nothing  and  having  no  communication  with  either  staff  or  fellow 
residents.  The  indignity  and  inhumanity  of  such  situations  are 
appal  ling. 

The  reason  is  that  staff  are  not  trained  in  the  skills  of  inter- 
vention and  no  outside  intervenors  are  available.  Nursing  home  care  and 
homes  for  the  aged  are  as  necessary  for  the  aging  deaf-blind  as  they  are 
for  others  in  the  general  population.  The  Task  Force  does  not  propose 
an  ultimate  solution  to  this  problem.  Numbers  and  location  of  the 
deaf-blind  do  not  financially  justify  the  provision  of  specialized 
nursing  homes.  However,  existing  ones  could  have  special  care  staff  who 
have  developed  communication  skills  - intervention  skills  - which  enable 
them  to  provide  the  most  sensitive  care  possible.  Human  rights  do  not 
end  when  one  turns  65;  the  deaf-blind  senior  has  the  same  right  to 
intervenors,  both  professional  and  volunteer,  as  do  other  deaf-blind 
persons. 

Many  adventitiously  deaf-blind  persons  live  independently  but  most 
need  support  services  - intervention  - to  enable  them  to  do  so.  As  was 
mentioned  in  the  earlier  discussion  on  "Employment",  deaf-blind  persons 
involved  in  homemaking  need  technical  aids  and  special  adaptations  for 
the  home  to  enable  them  to  perform  their  tasks.  Persons  who  have 
experienced  independent  living  before  the  onset  of  deaf-blindness  may 
need  re-training  and  this  is  not  available  at  the  present  time.  Deaf- 
blind  persons  whose  vision  and/or  hearing  deteriorates  need  additional 
support  services  rather  than  being  forced  to  surrender  their 
independence.  Professionals  working  with  the  deaf-blind  have  stressed 
the  need  for  some  type  of  apartment  complex  with  built-in  support 
services  and  intervenors.  Many  deaf-blind  persons  are  capable  of 
functioning  independently  but  need  to  know  that  help  is  available  if  it 
is  needed. 
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With  the  proper  skills  training  and  support  services,  many  more 
deaf-blind  persons  could  live  independently.  For  this  to  become  a 
reality  a yreat  deal  of  'ground  work'  must  be  done.  Superintendents, 
managers  of  government  housing  projects,  and  the  general  public  must  be 
willing  to  accept  the  fact  that  disabled  persons  can  (and  have  the  right 
to)  be  integrated  into  the  corn.nunity.  Deaf-blind  persons  living 
independently  will  need  intervention.  Many  will  also  need  some  type  of 
transitional  housing  where  they  can  learn  the  skills  necessary  fur 
i ndependent  living. 

The  Flelen  Keller  National  Centre  in  New  York  serves  about  bU 
deaf-blind  adults  (men  and  women)  at  an^  one  time.  Care  and  training 
are  provided  on  a continuing  basis  until  an  individual  is  ready  to 
return  to  his  own  community.  Service  is  provided  upon  the  basis  of 
referral s from  all  States  ih  the  U.S.A  and  a thorough  training  program 
is  provided.  The  Task  Force  believes  that  a modification  or  adaptation 
of  this  type  of  facility  would  serve  the  needs  of  deaf-blind  Canadians 
and  a more  thorough  study  should  be  done  to  determine  costs,  regional 
needs,  benefits,  etc.  A submission  to  the  Task  Force  received  from  an 
individual  in  British  Columbia  proposes  a demonstration  type  program/ 
''Centre.  This  could  be  examined  by  the  provincial  and  federal  govern- 
ments in  conjunction  with  the  Western  Institute  for  the  Deaf  and  the 
Canadian  National  Institute  for  the  Blind  (B.C.  - Yukon  Division). 

Space  does  not  permit  an  outline  of  its  merits,  but  it  should  receive 
consideration  in  the  development  of  plans  for  service  centres  in  Canada. 

A national  centre  should  be  provided  in  which  intervenors, 
vocational  counsellors,  workshop  and  adaptive  living  instructors  would 
assist  deaf-blind  individuals  to  develop  skills  under  the  direction  of 
qualified  staff.  To  be  of  optimal  value  such  a centre  should 
necessarily  be  located  in  an  area  with  an  evident  concentration  of 
deaf-blind  persons.  Such  a facility  would  serve  several  purposes: 

- provide  skills  training  for  deaf-blind  persons; 

provide  group  living  and  independent  living  (apartment  type) 
opportunities; 

- enable  staff  training; 

serve  as  a resource  and  information  centre  for  deaf-blind 
persons,  parents  and  professionals. 

Smaller  regional  centres  throughout  Canada  would  provide  the 
opportunity  ror  deaf-blind  persons  to  remain  in  closer  proximity  to 
their  home  communities  and  families.  This  could  be  achieved,  at  least 
in  some  instances,  by  utilizing  existing  facilities  where  deaf-blind 
persons  are  located  in  residences  serving  the  blind  or  the  deaf.  To 
date,  programs  of  this  nature  are  not  working  to  the  benefit  of 
deaf-blind  persons.  Facilities  such  as  the  Kiwanis  Centre  for  the  Deaf 
in  Winnipeg,  the  Bob  Rumball  Centre  for  the  Deaf  in  Toronto,  Clarkewood 
Residence  at  the  CNIB  in  Toronto  provide  accommodation  for  some 
deaf-blind  adults.  The  deaf-blind  individual  is  rarely  more  than 
marginally  integrated  with  the  other  residents.  This  may  be  due  to  the 
fact  that  financial  resources  do  not  permit  adequate  staffing  and 
programming  to  meet  the  unique  needs  of  the  deaf-blind;  it  may  be  due  to 
the  physical  layout  of  the  centre;  it  may  be  due  to  the  fact  that 
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deaf-blind  persons  are  not  recognized  as  being  a distinct  disability 
group.  More  likely  it  is  due  to  the  fact  that  the  "raison  d'etre"  of 
such  facilities  was  not  to  serve  the  deaf-blind.  At  any  rate,  they  are 
included  with  others  whom  they  have  no  way  of  knowing  or  understanding 
and  in  turn  they  are  not  understood  or  accepted.  This  problem  must  be 
remedi ed. 

In  order  for  an  existing  facility  to  serve  deaf-blind  persons  it 
must  have  adequate  staffing,  finances,  and  expertise  to  provide  programs 
and  services  specifically  for  the  deaf-blind.  For  example,  the  Kiwanis 
Centre  for  the  Deaf  (Winnipeg)  might  develop  a service  for  the  deaf- 
blind  within  its  existing  facility  that  would  have  its  own  identity 
within  the  centre  and  the  community  at  large.  It  should  not  be  the 
Kiwanis  Centre  for  the  Deaf  giving  service  to  the  deaf-blind.  It  should 
be  the  Manitoba  Centre  for  the  Deaf-Blind  or  some  such  designation.  Its 
staff  should  be  entirely  for  the  benefit  of  deaf-blind  persons. 

None  of  this  can  be  achieved  without  intervenors.  In  the  same  way 
that  a national  centre  would  provide  training  for  intervenors  on  a 
national  scale  to  meet  the  demands  for  trained  personnel  in  key  centres 
across  Canada,  so  would  a local  centre  provide  the  training  for 
intervenors  who  could  serve  within  the  immediate  region.  It  is  not 
intended  that  the  question  of  training  intervenors  should  be  addressed 
here.  It  is  mentioned  merely  to  indicate  that  such  training  cannot  be 
isolated.  It  must  be  realistic  and  must  be  associated  with  a housing 
f aci 1 i ty  or  centre. 

Not  to  lose  sight  of  earlier  comments,  regional  centres  might  be 
located  on  the  West  Coast  (Vancouver),  in  Central  Canada  (Regina), 
Ontario  (Toronto,  London  or  Ottawa),  Quebec  (Montreal  or  Quebec), 
Atlantic  Canada  (Halifax).  There  are  inherent  problems  in  developing 
programs  that  serve  more  than  one  province.  However  these  are  not 
insurmountable  if  the  desire  to  achieve  goals  exists.  The  W.  Ross 
Macdonald  School  in  Ontario  provides  a service  to  four  other  provinces 
on  a purchase-of-servi ce  basis.  The  Atlantic  Provinces  Resource  Centre 
for  the  Hearing  Handicapped  provides  a service  on  a pro-rated  basis  to 
four  provinces  under  the  aegis  of  the  Atlantic  Provinces  Special 
Education  Authority  (APSEA).  Similar  arrangements  would  be  possible  for 
regional  centres  for  the  deaf-blind. 

The  Task  Force  does  not  wish  to  imply  that  all  deaf-blind  persons 
should  live  in,  or  be  served  by,  these  regional  centres.  Nor  should 
these  centres  be  the  only  ones  providing  services  to  the  deaf-blind. 
Deaf-blind  persons,  as  with  all  other  persons,  have  the  right  to  live 
anywhere  they  choose  and  also  have  the  right  to  intervention  services 
wherever  they  choose  to  live.  However,  due  to  demographics,  it  is 
unrealistic  to  expect  that  there  be  a specialized  housing/training 
complex  in  every  city  where  deaf-blind  persons  reside.  Regional  centres 
could  bridge  the  gap  between  no  services  at  all  and  forcing  deaf-blind 
persons  to  be  ghettoized  to  receive  what  is  their  right. 

Housing,  whether  it  is  a group  home,  a special  residence  or  a 
centre,  should  have  as  its  objective  the  development  of  an  individual's 
independence  to  the  highest  degree  possible.  Where  full  independence  is 


not  possible,  the  deaf-blind  person  should  be  assisted  to  achieve  his 
maximum  potential  so  that  the  burden  on  families  or  personal  cartj  staff 
is  reduced  to  the  minimum.  Without  a ranye  of  appropriate  housing 
opportunities  the  dear-blind  person  is  raced  with  institutionalization; 
an  additional  burden  is  forced  upon  the  taxpayer;  the  feeling  of 
self-worth  and  dignity  disappears.  Society  must  not  let  this  continue 
to  happen. 


* * * ★ * 


Recommendation  1: 

That  appropriate  housing  (apartments,  group  homes,  etc.)  be 
provided  in  all  provinces  as  required  by  deaf-blind  persons. 
Provincial  governments  should  provide  initial  funding  and  (where 
desirable)  seek  out  other  funding  sources  such  as  CMHC, 
philanthropic  organizations,  etc.  in  conjunction  with  service 
providers,  deaf-blind  persons  and  others. 


Recommendation  2: 

That  the  federal  government  develop  a "Canadian  Centre  for 
Deaf-Blind  Persons"  in  an  appropriate  location  for  the  purpose  of 
skills  training,  group  and  independent  living  opportunities  and 
also  to  serve  as  a national  "resource  centre". 


Recommendation  3: 

That  provinces  consider  developing  regional  resource  centres 
to  complement  the  services  of  a nationa  centre  and  to  satisfy 
regional  requi  renient s. 


HEDICAL  ASPECTS 


Parents,  families  and  deaf-blind  persons  are  all  deeply  concerned 
with  the  medically  related  aspects  of  deaf-blindness.  At  the  outset  of 
the  study,  the  Task  Force  contacted  all  Provincial  Medical  Associations 
inviting  them  to  provide  information  on  the  subject.  Replies  were 
received  from  four  of  the  ten  contacted.  These  replies  indicated  either 
that  they  would  like  to  receive  a copy  of  the  Task  Force  findings  or 
that  the  study  would  be  brought  to  the  attention  of  their  members. 
Although  no  information  on  the  problem  of  deaf-blindness  was  provided  by 
the  medical  associations  across  the  country,  there  was  participation  by 
some  doctors  in  meetings  of  the  Task  Force  in  several  provinces.  Their 
views  have  been  valuable  and  generally  indicate  that,  due  to  the  low 
incidence  of  deaf-blindness,  many  medical  practitioners  may  never  have  a 
deaf-blind  person  as  a patient. 

Due  to  the  subtleties  of  deaf-blindness  it  can  be  very  difficult  to 
diagnose.  Either  deafness  or  blindness  may  be  diagnosed  because  it 
appears  to  be  the  dominating  problem.  It  is  not  always  understood  that 
what  may  appear  to  be  a minor  sensory  problem  later  escalates  to  the 
degree  that  an  individual  becomes  deaf-blind. 

Most  conditions  are  irreversible  and  there  is  little  that  can  be 
done  medically.  However,  doctors  have  the  responsibility  to  explore  all 
medical  aspects  of  family  histories  in  an  effort  to  diagnose  and  to 
inform  individuals  and  family  members  not  only  of  the  diagnosis  but  of 
the  prognosis.  Although  no  medical  treatment  can  "cure"  most  forms  of 
deaf-blindness,  individuals  can  be  helped  to  understand  the  changes 
taking  place  in  the  sensory  system.  Doctors  can  inform  them  of  the 
sensory  and  technical  aids  available.  They  can  be  referred  to  existing 
organizations  for  helpful  counselling  on  how  to  cope  with  their 
condition.  Due  to  the  dearth  of  services  at  the  private  agency  level 
the  Task  Force  is  aware  that  the  medical  profession  often  does  not  know 
where  to  refer  these  patients. 

Parents,  generally,  have  been  critical  of  the  medical  profession 
either  for  not  diagnosing  deaf-blindness  in  the  young  child  or  not 
levelling  with  them  as  to  suspicions  or  expectations.  Parents  have  told 
of  many  instances  of  going  from  one  doctor  or  clinic  to  another  in  the 
hope  of  finding  a medical  solution  when  none  was  possible.  From  the 
limited  information  obtained  by  the  Task  Force  it  appears  that  minimal 
instruction  about  deaf-blindness  is  provided  to  students  in  medical 
schools  in  Canada.  The  Canadian  Medical  Association  is  a logical 
organization  to  sponsor  a common  awareness,  at  the  professional  level, 
of  all  conditions  that  impinge  upon  deaf-blindness. 

Provincial  Departments  of  Health  have  moved  forward  since  the 
rubella  epidemics  of  the  1960s  and  1970s  to  develop  immunization 
programs  in  all  provinces.  Apart  from  the  general  awareness  that  it  is 
dangerous  for  women  to  contract  German  measles  during  pregnancy,  there 
is  little  understanding  among  the  public  of  the  devastating  results  that 
this  can  have.  The  Task  Force  has  learned  that  immunization  vaccines 
are  available  in  all  Canadian  provinces  but  that  governments  are 
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reluctant  to  make  these  mandatory.  Participation  in  voluntary 
immunization  programs  is  claimed  to  be  between  95%  and  97%.  That  is, 
less  than  5%  of  the  school  a^e  population  does  not  receive  protection 
ajai nst  the  di sease. 

Perhaps  the  reasoning  for  non-mandatory  immunization  can  be 
justified  from  a political  point  of  view  out  if  only  one  child  in  any 
one  province  were  born  deaf-blind  as  a result  of  that  reasoning,  the 
justification  disappears.  The  resulting  special  education  costs  to  a 
province  or  municipality,  the  support  costs  for  a lifetime  and,  most  of 
al 1 , tne  enormous  emotional  and  financial  burden  that  must  be  carried  by 
the  family,  and  the  world  of  "silent  darkness  and  emotional  frustration" 
that  must  be  endured  for  a lifetime  by  the  affected  individual  would 
make  mandatory  immunization  worthwhile. 

Although  immunization  programs  are  bein^j  carried  out  by  provinces, 
they  could  fall  short  of  being  sufficient  since  many  young  women  of 
child-bearing  age  left  school  before  these  programs  were  introduced. 
Provincial  medical  associations  seem  to  have  closed  their  eyes  to  this 
and  have  not  undertaken  any  campaigns  to  stress  prevention  by  inrorming 
their  membership  to  advise  their  patients,  or  undertake  publicity  to 
alert  the  public,  or  prod  the  provincial  departments  of  health  to  alert 
the  public  to  the  menace  of  this  disease.  The  federal  government  should 
take  the  leadership  in  providing  media  and  other  publicity  to  create 
awareness.  A simple  blood  test  can  detect  rubella  immunity.  This  fact 
should  be  made  known  to  all  who  may  not  be  aware  of  it. 

Immunization  as  a means  of  prevention  of  deaf-blindness  has  been 
discussed.  While  this  is  imperative,  it  is  not  the  only  means  of 
prevention.  When  there  is  diagnosis  of  a syndrome  or  disease  tnat  is 
tran smi ttabl e genetically,  counselling  should  be  available  to 
individuals  (or  couples)  so  that  they  may  understand  the  risk  involved 
to  children  who  are  likely  to  be  born.  Genetic  counselling  should  be 
available  through  properly  sponsored  auspices  - medical  personnel  or 
clinics  or  agency  counsellors  - who  know  the  facts.  A^ain,  this 
information  must  be  imparted  to  the  deaf-blind  person  by  an  individual 
well  versed  in  the  communication  methods  used  by  the  deaf-blind  person. 

Pamphlets  and  other  forms  of  direct  communication  should  be 
provided  by  federal  and  provincial  departments  of  health.  These  should 
be  available  to  professional  people,  agencies,  clinics,  etc.  so  that 
their  distribution  to  persons  at  risk  could  be  assured. 


* ★ ★ * * 


Recommendation  1: 

That  the  Canadian  Medical  Association  undertake  an  awareness 
program  at  the  professional  level  to  inform  its  membership  of  all 
conditions  that  impinge  upon  deaf-blindness. 


Recommendation  2: 


That  all  Medical  Schools  in  Canada  provide  complete 
information  on  deaf-bl i ndess  to  students  so  that  they  may  know  of 
the  specialist  and  agency  resources  that  are  available. 


Recommendation  3: 

That  the  federal  and  provincial  governments  take  the 
initiative  to  provide  medical  information  on  the  condition  of 
deaf“bl i ndness. 


SELF-ADVOCACY 


There  is  a growing  awareness  among  deaf-blind  persons  that  there 
are  people  who  are  interested  in  their  well-being.  Those  who  had  heard 
two  or  three  years  ago  of  the  possibility  that  a Task  Force  might  be 
appointed  to  study  their  needs  and  concerns  waited  patiently  for  it  to 
get  underway.  Several  dozen  deaf-blind  individuals  attended  the 
meetings  from  coast  to  coast.  Many,  for  the  first  time  in  their  lives, 
stood  up  in  public  and  spoke  (some  haltingly  verbalizing,  some  through 
their  intervenors)  of  their  past  desolation  and  future  hopes.  They 
enquired  about  independent  living,  group  homes,  apartments,  education 
and  vocational  training,  recreation,  friendship,  and  (in  every  instance) 
the  need  for  intervenors  to  help  them  each  and  every  day. 

Older  adults  and  senior  citizens  are  worried  about  their  future 
when  they  can  no  longer  live  with  family  members  or  aging  spouses.  It 
was  not  easy  to  participate  in  such  meetings  without  feeling  emotionally 
drained.  Here  were  human  beings  without  sight,  without  hearing, 
verbalizing  their  own  concerns.  They  were  not  just  listening  to  what 
the  public  thought  they  should  have  or  not  have.  Time  after  time  some 
government  bureaucrat  would  shake  his  head  and  be  heard  to  say  "I  never 
met  a deaf-blind  person  before  - I never  realized  their  ability  or  their 
potential."  Perhaps  the  Minister  of  Youth  and  Recreation  in  one 
province  stated  the  unsaid  words  of  many  others:  "I  came  to  this 

meeting  to  find  out  something  about  the  disability  of  deaf-blindness.  I 
am  now  leaving  feeling  that  I am  the  one  with  the  disability." 

There  is  no  way  that  the  Task  Force  can  reflect  the  abilities,  the 
concerns,  the  humour,  or  the  contribution  that  a deaf-blind  person  can 
make  in  our  society.  Anyone  who  has  had  the  opportunity  to  meet  a 
deaf-blind  person  cannot  but  feel  a little  more  humble  and  a lot  richer 
for  the  experience.  To  every  reader  of  this  report  we  say  that,  if  you 
have  never  met  a deaf-blind  child  or  adult,  contact  an  appropriate 
agency  or  organization  and  arrange  for  such  a meeting.  You  will  be  the 
richer  for  it. 

Deaf-blind  persons  are  the  only  advocates  necessary  for  whatever 
their  needs  are.  They  need  encouragement  to  speak  for  themselves.  They 
have  not  had  the  opportunity  to  build  up  their  self-confidence.  The 
Task  Force  learned  very  quickly  that  they  are  eager  to  communicate,  to 
socialize,  and  not  be  ghettoized  or  ignored.  They  have  been  ignored  and 
generally  they  are  unknown  because  they  are  a silent  minority  - silent 
due  to  the  lack  of  the  essential  communication  tool  - intervention. 

Agencies  or  organizations  at  all  levels  must  provide  encouragement 
and  the  opportunity  for  deaf-blind  persons  to  develop  their  own 
self-advocacy.  In  the  case  of  deaf-blind  children  their  parents  must 
assume  the  role  of  spokespersons  on  their  behalf.  For  those  who  do  not 
have  adequate  communication  skills,  a family  member,  friend  or  service 
provider  must  then  assume  that  role  until  the  deaf-blind  person  has  the 
skills  to  speak  for  himself. 


- 4b  - 


Four  associations  are  known  to  exist  that  are  oryanized  and  run  by 
deaf-blind  persons.  They  are  located,  as  mentioned  earlier,  in 
bt.  John's  Toronto,  Ottawa  and  Vancouver.  While  these,  at  the  present 
time,  have  socialization,  recreation  and  entertai nment  as  their  majOr 
objectives,  ttiree  also  conduct  business  meetinys  and  are  in  the  process 
of  developiny  self-advocacy  objectives.  As  their  success  becomes  better 
known,  the  Task  Force  hopes  that  similar  groups  will  become  oryanized 
and  that  all  will  become  involved  in  self-advocacy. 

It  is  also  hoped  that  DOTS  and  TAPS*  , a publication  ol”  and  for  the 
deaf-blind,  will  devote  some  of  its  columns,  on  a reyular  basis,  to 
advise  its  readers  of  what  is  happeniny  as  a result  of  self-advocacy  and 
encouraye  responsible  participation  in  new  yroups.  Also,  COBRA  is 
examininy  its  constitutional  mandate  in  the  hopes  of  developiny  a closer 
liaison  with  deaf-blind  adults.  The  role  of  this  national  oryanization 
can  be  enhanced  by  making  its  present  semi-annual  Newsletter  available 
in  braille  and  larye  prin,  for  deaf-blind  persons. 

The  CD6RA  came  into  being  as  the  result  of  the  concern  of  parents 
for  their  deaf-blind  children.  However,  its  Charter  provides  for 
serving  all  deaf-blind  persons.  The  executive  of  this  national 
oryanization  is  encouraged  to  reach  out  to  all  yroups  serving  the 
deaf-blind  and  make  its  support  known. 

The  attitude  of  the  public  towards  deaf-blind  persons  must  be 
changed  and  it  must  be  changed  primarily  by  themselves.  In  many 
instances  during  the  travels  of  the  Task  Force  a public  official,  or  a 
waitress  or  someone  else  would  ask  (with  respect  to  the  deaf-blind 
member  of  the  team)  "what  does  he  want"  or  "what  does  he  like".  The 
reply  usually  was  "ask  him".  Through  the  intervenor  would  come  the 
appropriate  response. 

Yes,  deaf-blind  persons  must  advocate  for  themselves  either 
individually  or  organizationally.  They  must  not  be  let  down  or  deprived 
of  that  opportunity  They  must  be  provided  with  adequate  intervention 
services  at  all  times  for  whatever  reason.  Lei  the  public  and 
government  bodies  ask  tiiemselves  once  again:  "How  many  hours  or  minutes 

per  day  do  we  need  eyes  and  ears?"  Does  anyone  say  tney  are  not  needed 
every  day  and  at  all  times?  That  is  what  is  happeniny  now. 


* 


A National  Magazine  for  the  Di:af-Blind,  published  four  times  per 
year  by  the  CNIB. 
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Recommendation  1: 

That  organizations  of  deaf-blind  persons  undertake  to  provide 
i nformati on  on  their  needs  and  concerns  in  their  localities  to 
service  providers  and  to  the  public  in  general. 


Recommendation  2: 

That  governments,  service  providers  and  established 
associations  use  the  deaf-blind  as  a primary  resource  when  planning 
or  implementing  services. 


INTERVENTION  - FOR  A LIFETIME 


In  order  to  reasonably  understand  the  subject  of  intervention  it 
has  been  said  that  "one  should  waiK  a mile  in  the  shoes  of  the  parents 
of  a deaf-blind  child".  Better  still,  try  walking  in  trie  shoes  of  the 
deaf-blind  person  - child  or  adult.  Since  the  average  person  cannot 
logically  do  either  of  these  things,  perhaps  the  next  best  thing  is  to 
examine  the  shoes  and  decide  whether  you  would  be  comfortable  in  them. 

Repeatedly,  reference  has  been  made  to  the  terms  "intervention"  and 
" i nterveriors"  so  that  by  now  there  appears  to  be  no  reason  for  furtner 
defining  or  explaining  the  process.  If  we  consider  the  child  wno  is 
born  deaf-blind  and  his  needs  for  a lifetime  - the  first  basic  and 
essential  need  is  for  "eyes  that  can  see"  and  "ears  that  can  hear".  For 
the  young  child  or  adult  who  becomes  deaf-blind  there  is  the  same 
requirement.  For  the  person  who  - because  of  accident,  illness, 
disease,  or  the  natural  process  of  aging  - becomes  deaf-blind,  the 
problem  is  no  different.  In  each  instance  there  is  a lifetime  ahead. 

The  deaf-blind  person  whose  disability  occurred  adventitiously  has 
certain  advantages  over  the  person  wno  was  born  deaf-blind.  This  does 
not  mean  that  the  problem  is  any  less  or  that  it  reduces  the  need  for 
intervention.  There  is  trauma  and  despai  r wrien  duaf-bl  i ndness  occurs 
after  having  enjoyed  sight  and/or  hearing.  The  congenitally  dear-blind 
child  has  not  had  this  advantage  and  cannot  conceptualize  his  loss  or 
his  relationship  with  the  environment  or  indeed  his  purpose  in  life. 

How  does  intervention  fit  into  the  world  of  the  congenitally 
or  adventitiously  deaf-blind  person?  There  must  be  some  understanding 
of  the  need  before  the  solution  is  considered.  As  in  the  medical  world, 
there  must  be  diagnosis  before  treatment.  Dr.  Van  Dijk  in  an  article 
entitled  "Educational  Approaches  to  Abnormal  Development"  stated: 

"As  to  be  expected,  the  deaf-blind  child  is  a child  that 
touches.  However,  he  does  not  touch  things  to  get  to  know 
them,  but  only  for  the  sake  of  touching  itself.  It  is  not 
real  perception,  it  has  no  i ntenti onal i ty ; the  child  undergoes 
his  own  touching  as  in  a dream.  There  is  no  conscious 
relationship  to  things  and  persons.  The  personal  relationship 
is  lacking. 

Intervention  for  a lifetime  must  begin  here  if  the  child  is  to 
become  an  emotionally  stable  human  being.  In  order  for  him  to  do  that, 
he  must  be  able  to  communicate  with  the  world  around  him  and  also 
develop  a positive  self-image.  The  process  must  start  at  birth  or  as 
soon  as  deaf-blindness  is  detected.  It  must  start  with  parents  and  it 
must  expand  through  otner  members  of  the  family.  It  must  broaden  as  the 
child  matures  so  that  he  knows  more  than  the  communication  of  parental 
love  and  the  meaning  of  what  is  takin_,  place  in  the  "caring 
relationship".  Intervention  must  evolve  into  a two-way  communication 
process  so  that  the  child  can  express  himself,  question  what  his 
environment  is  all  about  and  learn  more  than  the  first  symbolic  gestures 
that  mean  toileting,  food,  bedtime,  etc.  With  non-handicapped  children 
chronological  ages  can  be  attached  to  developmental  expectations, 
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however,  it  is  dangerous  to  make  the  assumption  that  progress  can  be 
equated  to  such  a simple  formula  for  deaf-blind  children.  Before 
cognitive  development  can  take  place  the  child  must  have  intervention 
that  will  permit  him  to  integrate  the  information  he  receives  from  his 
environment  into  a meaningful  whole.  INTERVENTION  IS  THE  KEY. 

As  the  child  develops  from  infancy,  through  what  is  commonly  known 
as  the  pre-school  years,  the  importance  of  developing  communication 
skills  cannot  be  overstated.  Family  members  are  the  first  intervenors 
in  this  process,  but  it  is  important  that  more  formal  intervention  be 
introduced  well  before  any  classroom  education  is  provided.  This 
enables  the  child  to  transfer  communication  skills  associated  with  the 
home  to  a wider  environment.  The  formal  program  of  education  should  be 
as  non-di srupti ve  as  possible.  Education  in  several  provinces  means 
that  a child  must  leave  home,  associate  with  strangers,  and  live  with 
them.  Intervenors  will  then  become  a part  of  the  daily  life  of  the 
child.  If  they  are  available  during  the  pre-school  years  the  child  will 
[lave  had  the  opportunity  to  react  more  easily  to  new  situations  and  the 
separation  from  family  will  be  less  traumatic.  Without  intervenors  at 
this  pre-school  age  the  broader  based  development  of  the  deaf-blind 
child  is  likely  to  occur  much  more  slowly,  and  transition  from  home  to 
school  will  be  more  difficult. 

Within  the  context  of  formal  training,  intervention  is  essential 
and  is  a part  of  the  educational  program*  that  includes: 

- Social  and  Emotional  Development 

- Li vi ng  Skills 

- Orientation  and  Mobility 

- Language  Development 

- Cognitive  (conceptual)  Development 

- Perceptual  Development 

- Gross  and  Fine  Motor  Development 

It  has  been  mentioned  in  an  earlier  chapter  that  the  progress  of  a 
deaf-blind  child  through  any  formal  educational  program  will  require 
more  years  of  training  and  education  than  for  the  so-called  "normal 
child".  The  reasons  are  obvious  but  are  once  again  repeated: 

1.  It  requires  more  time  for  the  deaf-blind  child  to  acquire  the  skills 
that  a non-handicapped  child  learns  by  direct  teaching,  imitation, 
trial  and  error,  hearing,  seeing,  patterning,  etc.  He  requires  a 
competent,  trusted  intervenor  at  all  times. 

2.  Deaf-blind  children  are  still  being  located  and  identified  who  were 
not  diagnosed  as  such  at  an  early  age.  Due  to  their  multi -sensory 
deprivation  they  are  late  in  entering  a program  where  they  can 
develop  communication  skills  and  become  educated.  They  should  remain 
in  educational  training  programs  beyond  the  age  limits  prescribed  by 
the  laws  of  most  provinces  that  apply  to  the  regular  school  systems. 


Mclnnes  and  Treffry  - "The  Deaf-Blind  Child"  in  Visual  Impairment 
in  Children  and  Adolescents  (1977)  by  Jan,  Freeman  and  Scott. 
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INTERVENTION  IS  THE  KEY  to  the  development,  social  adjustment  and 
the  future  of  all  these  children. 

Intervention  must  be  available  for  pre-school ers , during  the  school 
years  and  beyond  - it  must  continue  for  a lifetime.  Intervention  costs 
money  and,  of  course,  is  considered  expensive.  Without  it,  deaf-blind 
persons  will  sooner  or  later  be  relegated  to  a lifetime  in  an 
institution  where  the  individual  is  faced  with  loss  of  dignity  and  any 
feeling  of  personal  self-worth.  Can  society  and  government  afford  the 
cost  of  intervention  for  all?  The  Task  Force  is  convinced  human  dignity 
and  the  feeling  of  self-worth  are  not  matters  for  economic  juggling  or 
cost-benefit  analysis.  Intervenors  should  be  available  around-the- 
clock.  Realism  tells  us  that  Utopia  is  not  that  close  at  hand  for  all 
deaf-blind  persons.  Intervention  is  there,  however,  for  the  children 
whose  parents  stand  by  them  24  hours  per  day  while  they  are  at  home.  It 
is  there  when  they  are  in  residential  school  programs.  Why  take  away 
their  eyes  and  ears  ( i ntervenors ) when  parents  can  no  longer  be  there  or 
school  programs  no  longer  exist? 

The  best  program  in  Canada*  provides  an  average  of  4 hours  per  week 
of  intervention  to  90  deaf-blind  persons.  Generally,  others  provide 
nothing  except  summer  programs  for  children.  Most  deaf-blind 
individuals  could  use  a minimum  of  40  to  50  hours  per  week.  Many  would 
be  thankful  to  have  10  or  12.  They  have  spoken  at  Task  Force  meetings 
in  halting  words  and  through  part-time  intervenors  (many  of  them 
volunteers)  of  their  days  of  eternal  silence,  wondering  what  is  taking 
place  around  them.  The  Task  Force  could  not  explain  the  "why"  of 
insufficient  government  funding  regarding  their  questions  about  group 
homes,  adapted  living  environments,  apartments  or  living  facilities  in 
centres  that  could  meet  their  requirements,  the  dearth  of  vocational 
opportunity,  job  training  or  employment.  The  Task  Force  now  speaks  for 
them,  not  in  our  words  but  theirs.  We  say,  therefore,  that  all 
components  of  services  and  programs  must  be  considered  so  that  the 
deaf-blind  person  can  be  a whole  being.  The  words  must  be  repeated: 
INTERVENTION  IS  THE  KEY  - and  it  must  be  for  a lifetime. 

Our  report  has  spoken  of  deaf-blind  persons  who  are  deprived  of 
vocations,  university  training,  and  simply  daily  living  in  dignity.  For 
those  wishing  to  attend  community  colleges  and  university  skilled, 
trained,  competent  intervenors  must  be  available.  There  is  presently  no 
incentive  for  individuals  to  become  professional  intervenors.  The  few 
professional  intervenors  now  employed  are  overworked  and  horribly 
underpaid.  There  is  no  formal  training  program  in  Canada  where 
individuals  can  receive  a Certificate  or  Diploma  that  is  generally 
recognized.  On-the-job  training  is  provided  for  some  and  basic  skills 
are  not  too  difficult  to  learn,  but  there  is  no  provision  for  career 
training  which  in  turn  would  enable  the  sub-training  of  intervenors  in 
the  cities,  towns  and  rural  communities  who  would  provide  "intervention 
for  a lifetime". 


* Province  of  Ontario 


bU 


It  is  unrealistic  to  assume  that  everything  should  start  tomorrow. 
Governments  in  their  wisdom  provide  incentive  grants,  sustaining  grants 
and  oth^-rs  that  require  a "five-year-plan"  in  order  to  receive 
consideration.  Governments  and  the  appropriate  departments  within  tnein 
should  initiate  their  own  five-year-plans  for  services  to  tne 
deaf-blind.  A very  ^ood  example  of  realistic  planning  nas  come  to  the 
attention  of  the  Task  Force.  The  New  Brunswick  government  has  recently 
provided  funding  to  enable  the  provision  of  intervention  services  to 
deaf-blind  children  and  adults  in  the  province.  This  is  the  result  of  a 
joint  project  of  the  Kiwanis  Club  of  Fredericton,  tiie  CNIB  and  the 
COBRA.  The  program  will  be  administered  by  an  Advisory  Committee  made 
up  of  representati ves  of  the  three  groups.  Other  governments  should 
identify  their  objectives  both  short  and  long  term.  They  should  budget 
for  the  development  of  deaf-bl  ind  services.  Tliey  should  not  wait  for 
parents  and  social  agencies  to  make  their  demands  ten  times  over  and 
then  try  to  plug  the  leak  in  the  dike  with  an  inadequate  monetary 
stopper. 

The  leak  that  is  causing  the  greatest  run-off  in  human  dignity  and 
potential  is  that  of  the  lack  of  intervenors.  The  number  of  d.af-blind 
persons  in  Canada  is  probably  underestimated  at  i,b00.  This  figure  is 
based  on  the  fact  that  the  CNIB  registries  indicated  that  they  knew  of 
623  individuals  at  the  time  the  Task  Force  Study  was  initiated. 
Presencations  to  the  Task  Force  (statements,  briefs,  etc.)  identified 
approximately  300  more  who  were  known,  or  were  receiving  service  of  one 
kind  or  another  but  who  were  not  reyistered.  AlbO,  institutional 
personnel  spoke  of  additional  deaf-blind  persons  for  whom  care  is  being 
provided.  Children  are  btill  being  found  who  are  deaf-blind,  some  in 
the  care  of  parents  or  institutions  for  the  severely  menially  retarded. 
This  Could  easily  be  another  300.  Where  are  the  remainder  of  the  1,500? 

A recent  study  done  in  the  U.S.A.  determined  the  number  or 
deaf-blind  persons  to  be  734,275.  On  the  basis  of  the  Canadian 
population  being  approximately  one-tenth  that  of  the  U.S.A. , the  number 
of  deaf-blind  persons  would  be  73,427.  The  Task  Force  estimate  of  1,500 
IS  tnen  very  modest  indeed.  Whj  do  these  figures  enter  into  the  theme 
of  "Intervention  for  a Lifetime"?  They  reflect  a very  important  cost 
factor  - insignificant  cost  as  compared  to  institutionalization  - 
shamefully  insignificant  cost  when  related  to  the  indignity  and 
rrustration  of  living  in  surroundings  that  do  not  meet  one's  emotional 
and  other  needs.  One  lovely  young  deaf-blind  girl  indicated  tne 
importance  of  religion  in  her  life  and  the  need  for  an  intervenor  to  go 
along  with  her  to  churc  , etc.  In  more  ways  tnan  that  alone  is  her  need 
ror  intervention  for  a lifetime  - but  the  total  life  requirement  of  the 
average  deaf-blind  person  is  rarely  considered. 

Is  it  necessary  to  develop  a cost  projection  for  intervention? 

Being  an  intervenor  is  a demanding,  emotional  and  tiring  profession. 

The  individual  must  receive  as  well  as  give  - as  must  the  deaf-blind 
person.  The  most  that  can  be  expected  is  to  work  a normal  work-day,  not 
from  wake-up  to  bedtime.  The  number  of  intervenors  should  be  at  least 
double  the  number  of  deaf-blind  persons.  Tnat  is  the  ideal  out  it  is  an 
unreality  for  the  present.  Provinces  must  develop  their  own  budgets 
related  to  tho  number  of  deaf-blind  persons  in  order  to  provide 
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intervention.  Tney  must  work  hand-in-hand  with  agencies  providing 
services,  and  it  is  imperative  that  they  have  dialogues  with  adult 
deaf-blind  persons  and  parents  of  deaf-blind  chiluren. 

If  these  remarks  seem  to  deviate  from  the  theme  of  intervention  for 
a lifetime,  it  should  be  undersood  that  the  Task  Force  recognizes  the 
cost  factor.  It  also  understands  the  problem  faced  by  parents,  children 
and  auults  where  deaf-blindness  has  touched  upon  their  lives.  Their 
needs  are  there  for  a lifetime.  Intervenors  must  be  available  in 
sufficient  number  so  that  the  deaf-blind  person  can  make  his  selection 
of  the  personality  type,  sex,  social  interest,  academic  ability, 
expertise  in  selected  areas  that  he  requires.  The  selection  must  be 
that  of  the  parents  for  their  chilaren;  it  must  be  that  of  the 
deaf-blind  person  for  himself.  We  would  not  expect  to  provide  a pair  of 
shoes  to  an  unknown  person,  or  a pair  of  glasses  or  a hearing  aid 
without  having  them  fitted.  Yet,  in  a fumbling  way,  intervenors  are 
assigned  without  personal  selection  due  to  the  fact  that  there  are 
insufficienc  numbers  to  provide  even  the  iriost  peripheral  type  of 
i ntervention. 

Intervention  for  a lifetime.  Humbug  at  the  present  pace!  If  it  is 
not  forthcoming,  the  numbers  of  deaf-blind  persons  and  their  financial 
resources  will  not  permit  for  mass  demonstrations  on  government  (or 
politicians')  doorsteps.  It  should  not  happen.  Deaf-blind  persons  and 
parents  do  not  consider  they  are  asking  for  more  than  their  normal  human 
rights  - to  see  and  hear  and  be  heard  through  an  intervenor. 

The  Task  Force  agrees  with  the  principles  of  the  Charter  of  Human 
Rights  - equality.  It  is  hoped  that  this  equality  provides  for  human 
aignity  and  independence  and  that  it  will  be  afforded  to  deaf-blind 
persons.  The  fundamental  step  in  this  direction  must  be  provided 
through 
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LEVELS  OF  RESPONSIBILITY 


Comments  in  earlier  chapters  indicate  that  the  rahye  of  services 
and  programs  required  by  deaf-blind  persons  is  not  mammoth.  Gaps  in 
service  vary  from  province  to  province  as  do  the  levels  of  service. 

Those  providing  intervention  services  at  the  private  sector  level  do  not 
have  a constitutional  mandate  to  serve  deaf-blind  persons.  The  degree 
of  service  provided  depends  upon  annual  budgets  after  meeting  the 
obligations  of  the  mandate  of  the  organization. 

In  all  provinces,  services  are  far  below  the  level  needed  to  enable 
deaf-blind  persons  to  live  with  the  dignity  that  the  Task  Force 
considers  to  be  their  right.  If  there  is  a forgotten  minority  in 
Canada,  that  dubious  honour  could  easily  be  won  by  the  deaf-blind.  They 
do  not  yet  have  the  resources  to  organize  successfully.  They  are  at  the 
mercy  of  those  who  think  they  know  what  is  good  for  them.  With  some 
exceptions,  it  appears  that  there  is  little  understanding  of  their  needs 
and  minimal  concern  for  their  plight. 

Interest  has  been  displayed  at  meetings  of  the  Task  Force  by 
service  providers,  professionals  in  private  practice,  institutional 
personnel,  hospital  teams,  provincial  officials  and  others.  Instances 
of  prior  collaboration  between  the  various  interest  groups  were  rare  and 
the  forum  provided  by  the  Task  Force  brought  many  together  for  the  first 
time.  There  seemed  to  be  a feeling  that  the  study  done  by  the  Task 
Force  would  help  to  delineate  areas  of  responsibility.  Individuals 
attending  meetings  in  all  parts  of  Canada  supported  the  objectives  of 
our  study.  The  statements,  letters  and  briefs  received  identify  areas 
of  concern  that  could  be  remedied.  It  i s to  this  end  that  this 
explanatory  background  has  been  provided.  Future  paragraphs  will  expand 
upon  levels  of  responsibi 1 ity  relating  to  the  services  and  tne  sectors 
noted.  These  are: 

Servi ce  Responsibi 1 i ty 


1. 

Medical 

Province  and  Federal  Government;  private 
professionals,  medical  schools  and 
medical  associations 

2. 

Home  Support 

Province,  private  agency 

3. 

Education 

Province,  municipal  school  board 

4. 

Vocational  Training; 
University  Training 

Province,  private  agency,  community 
col  1 eges 

b. 

Group  Homes  and  Foster 
Care 

Province,  private  agency 

6. 

Institutional  Care 

Province,  municipality,  private  agency 

7. 

Independent  Living 

Province,  CMHC,  private  agency 
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Service  Responsibll ity 


8. 

Tecnnicals  Aids 
and  Devices 

Federal  and  province,  private  agency 

9. 

Recreati on 

Province,  municipal 

, private  agency 

10. 

Intervenor  Training 

Federal,  province 

11. 

Interventi on 

Federal , province, 

private  agency 

12. 

Centres  for  the 
Deaf-81 i nd 

Federal 

This  order  of  listing  in  no  way  establishes  priority  of  service. 
Remembering  that  INTERVENTION  IS  THE  KEY,  and  it  must  be  Tor  a lifetime, 
it  is  an  essential  component  of  all  the  service  areas  once  deaf- 
blindness is  diagnosed.  Many  of  the  services  will  interact  with,  and 
overlap,  each  other,  but  will  not  duplicate.  The  rationale  for  the 
assigned  responsibility  is  explained  in  the  following  paragraphs. 

Medical 


The  initial  burden,  that  of  diagnosis,  is  the  primary 
responsi bi 1 ity  of  the  medical  profession.  It  begins  with  medical 
history  of  the  parents  - not  ju^t  the  woman  - since  some  conditions  may 

be  passed  on  by  the  male  partner.  Rubella  has  been  a leading  cause  of 

deaf-blind  birtus  during  the  past  two  decades.  Due  to  immunization 

fewer  congenitally  deaf-blind  children  are  being  born  because  of  this 
disease  but  the  number  of  deaf-blind  children  being  born  has  not 
significantly  lessened.  This  is  probably  due  to  improved  diagnostic 
procedures  which  have  identified  numerous  syndromes  and  conditions  which 
cause  deaf-blindness. 

In  order  that  parents  may  know  the  possibility  of  birth  defect, 
d ctors  have  an  enormous  responsibility  to  diagnose  and  advise.  From 
the  many  letters  and  briefs  received  from  parents,  as  well  as  in 
personal  discussions,  the  Task  Force  realizes  that  diagnosis  during 
early  infancy  is  not  easy.  There  is  little  evidence  that  medical 
schools  are  providing  much  by  way  of  exposing  students  to  inrormation  on 
deaf-blindness  or  enabling  them  to  meet  a deaf-blind  child  or  adult. 
Provincial  medical  associations  have  not  provided  the  Task  Force  with 
any  information  to  indicate  that  any  concern  has  been  expressed  to  the 
medical  schools  on  this  matter. 

Doctors  have  the  responsibility  to  make  referrals  to  specialists 
when  they  are  unsure  of  their  diagnosis.  Parents  should  not  be  kept  in 
limbo  until  the  child  gets  older.  The  same  holds  true  in  the  case  of  a 
deaf-blind  adult  (or  likely  the  deaf  or  the  blind  adult  with  a 
vi sion/heari ng  problem).  Audiological  and  Ophthalmol ogi ca  1 referrals 
should  be  made  as  early  as  possible  to  accurately  determine  problems. 
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Reference  was  made  to  rubella  as  a leading  cause  of  congenital 
deaf-blindness.  Usher's  Syndrome  is  a leading  cause  of  adventitious 
deaf-bl i ndness . When  sight/hearing  problems  are  detected,  the  medical 
profession  has  a special  responsi bi I i ty  to  thoroughly  check  this  out. 

The  time  left  before  si ght/heari ng  significantly  diminishes  could  be 
very  short.  That  time  should  be  used  by  the  patient  to  adjust  to  his 
condition  through  counselling  from  appropriate  sources,  learning  about 
technical  aids  and  devices  and  many,  many  otner  things  to  enable  that 
person  to  live  as  independently  as  possible. 

Since  deaf-blind  people  are  deaf  and  blind  people,  personnel  in 
agencies  serving  the  deaf  and  serving  the  blind  must  be  aware  of 
deaf-blindness  since  they  will  often  have  the  first  contact  with  the 
deaf-blind.  Inter-agency  information  sharing  is  essential.  Since  the 
few  professionals  currently  providing  services  to  the  deaf-blind  are 
overworked,  they  do  not  have  the  time  to  undertake  a wide  public 
information  campaign.  The  national  voluntary  agencies  concerned  about 
tne  deaf-blind  should  consider  assuming  the  responsibi 1 ity  for  this  - 
perhaps  by  hiring  a national  consul tant( s)  whose  job  it  would  be  to 
provide  liaison  and  information  sharing  between  concerned  professionals, 
parents,  and  deaf-blind  persons. 

The  Task  Force  is  not  aware  that  public  information  is  made 
available  by  either  the  federal  or  provincial  governments,  the  medical 
associations  or  agencies  concerned  with  the  problem.  This  must  be  done 
so  that  medical  practionners  can,  at  least,  refer  their  deaf-blind 
patients  to  sources  of  help.  There  is  a need  for  public  awareness  and 
the  federal  government  should  lead  the  way.  A media  program  should  be 
undertaken  periodically.  Pamphlets  should  be  distributed  to  create 
awareness.  Since  deaf-blindness  occurs  to  the  elderly  as  well  as  to  the 
young,  such  information  could  easily  be  prepared  for  inclusion  with 
Family  Allowance  and  Old  Age  Security  cheques.  In  some  provinces, 
public  utilities  companies  are  sensitive  to  the  broad  concerns  of  the 
customers  they  serve.  Telephone  and  hydro  companies  could  be  approached 
by  the  private  agencies  to  solicit  their  support.  Provincial 
Departments  of  Flealtn  should  step  up  their  publicity  of  immunization 
programs  and  develop  common  objective  relationships  with  their  federal 
counterpart  in  order  that  the  most  effective  results  be  achieved. 

Due  to  the  fact  that  there  are  major  gaps  in  the  knowledge  of  the 
factors  causing  deaf-blindness.  Health  and  Welfare  Canada  should 
encourage  research  in  this  area  and  provide  grants  to  interested 
research  bodies  so  that  the  incidence  of  this  devastating  disability 
might  be  reduced. 

Home  Support  Programs  and  Services 


Parents  of  deaf-blind  children,  families  and  persons  facing  the 
problem  of  deaf-blindness  need  help  when  coping  with  the  trauma  of  this 
disability.  Parents  have  said  they  did  not  know  where  to  turn  for 
advice  or  help.  A deaf-blind  adult,  who  still  has  some  residual  sight 
and  hearing,  said  it  for  all  the  others,  "I  am  scared.  What  can  I do 
when  that  day  comes  when  I can  no  longer  see  or  hear.  I cannot  look 
forward  to  hearing  the  voice  of  my  two-year  old  son  - or  to  playing  ball 
with  him.  Who  will  help  me?". 


This  youny  man  and  many  others  could  really  benefit  from 
discussions  with  social  workers  knowl edyeabl e about  deaf-blindness  or 
preferably  with  someone  who  has  coped  with  the  problem  of  loss  of  siyht 
and  hearing.  Service  providers  must  utilize  the  resources  at  hand  - one 
of  the  most  importaht  is  the  deaf-blind  themselves.  There  is  a definite 
role  for  a deaf-blind  consultant  to  work  with  deaf-blind  clients  and 
with  professi Ohal s to  give  them  the  insight  necessary  to  serve  their 
clients.  Agencies  and  organizations  providing  service  to  the  deaf-blind 
are  encouraged  to  use  the  resources  of  the  deaf-blind  in  general  and  of 
a consultant  specifically. 

Parents  at  risk  - those  who  because  of  genetic  reasons  (or  other 
cause)  are  aware  that  their  unborn  child  might  be  deaf-blind  need  help 
in  facing  this  trauma.  Others  whose  children  have  been  diagnosed  as 
deaf-blind  ask  in  despair,  "Why  us?  What  can  we  do?  Where  can  we  get 
help?".  At  the  present  time  the  sources  of  help  are  minimal.  The 
programs  of  the  private  agencies  do  not  have  mandates  to  serve  the 
deaf-blind.  The  Ohly  exception  is  the  Canadian  Deaf-Blind  and  Rubella 
Association  but  this  association  does  not  yet  have  the  financial 
resources  to  provide  the  counselling  and  home  support  services  which  are 
so  vitally  important.  Regional  Directors  of  the  CNIB  are  utilizing 
funds  to  provide  limited  services  to  the  deaf-blind.  Grants,  either 
provincial,  municipal  or  from  the  Uhited  Way  are  not  available  for  home 
support  or  counselling  services.  There  could  be  the  odd  exception  but 
this  has  not  come  to  the  attention  of  the  Task  Force. 

It  is  desirable  that  a formal  program  be  implemented  to  counsel 
parents  and  deaf-blind  persons  when  this  is  requested.  Financial 
support  to  existing  agencies  (such  as  CNIB,  The  Canadian  Association  for 
the  Deaf  or  the  Canadian  Deaf-Blind  and  Rubella  Association)  should  be 
made  available  from  provincial  sources  for  this  purpose  until  such  time 
as  a national /regional  organization  for  the  deaf-blind  can  take  over 
this  function.  The  agencies  concerned  should,  by  common  agreement, 
decide  on  who  should  assume  this  responsi bi 1 i ty . There  should  be  no 
duplication  of  services  nor  should  the  agencies  simply  assume  it  is 
someone  else's  responsibi 1 i ty  . 

In  1983  the  Ontario  Ministry  of  Education  established  a home 
support  and  education  service  unique  in  Canada.  The  Deaf-Blind  Resource 
Service  is  a team  of  professionals  who  provide  family  support, 
counselling,  educational  programming  and  intervenor  training  on  an 
itinerant  basis  throughout  the  province.  They  provide  services  to 
pre-school  children  and  children  receiving  education  in  their  local 
community  schools.  The  Deaf-Blind  Resource  Service  is  currently  working 
with  approximately  60  children  and  new  referrals  are  occurring  almost 
weekly.  This  Resource  Service  bridges  a large  gap  in  service  provision 
in  Ontario  and  other  provinces  are  encouraged  to  follow  this  example. 

Parents  of  deaf-blind  children  should  have  the  opportunity  of 
meeting  others  in  similar  circumstances.  Agencies,  in  particular  the 
Canadian  Deaf-Blind  and  Rubella  Association  must  be  provided  with  the 
financial  resources  to  arrange  such  meetings.  This  is  a home  support 
program  that  should  be  financed  provi nci al ly . It  is  believed  that 
parents  would  act  in  a volunteer  capacity  but  due  to  their  scattered 
locations  would  require  travel  and  other  out-of-pocket  reimbursement . 


Educati on 
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Education  for  deaf-Dlind  children  is  a responsibility  within 
provincial  jurisdiction.  Earlier  references  have  indicated  the  concern 
of  many  parents  that  their  children  must  be  separated  from  them  for  lon»j 
periods  of  time  while  attending  out-of-province  pro^jrams.  The  Province 
of  Saskatchewan  i s to  be  commended  for  developing  a first-rate  facility 
and  program.  Children  who  until  three  years  ago  would  have  had  to 
travel  to  Ontario  or  Colorado  are  now  receiving  their  education  in 
Saskatoon,  at  a special  training  unit  within  the  K.J.  Williams  School 
for  the  Deaf. 

The  other  Westerh  provihces,  through  their  educational  authorities, 
should  examine  in  depth  the  programs  in  other  provihces.  There  would 
seem  to  be  a sufficient  population  of  deaf-blind  children  in  Manitooa, 
Alberta  and  British  Columbia  to  warrant  consideration  for  providing 
educational  services  to  the  children  in  their  provinces.  It  is 
recognized  that  School  Boards  ih  the  three  provinces  are  providing 
community  programs  for  some  deaf-blind  children.  If  this  is  the 
approach  taken,  it  must  be  remembereo  that  the  child  needs  the  same 
E4 -hour-a-day  intervention  that  children  in  residential  schools 
receive.  The  consistency  and  continuous  support,  through  intervention, 
i s essenti al . 

The  four  Atlantic  provinces  approached  the  problem  or  schooling  for 
their  deaf-blind  children  on  a cooperative  basis.  The  Fearon  Unit  of 
the  Atlantic  Provinces  Resource  Centre  for  the  Hearing  Handicapped 
provides  a very  good  training  program  for  their  children.  However,  the 
location  is  not  convenient  in  the  view  of  the  Task  Force  and  of  a number 
of  parents.  The  Centre  is  approximately  a two  hours'  drive  from  Halifax 
where  the  best  medical  resources  are  available  and  wnich  is  also  the 
most  accessible  transit  stop  for  many  out-of-province  people.  Amherst, 
where  the  Centre  is  located,  does  not  have  the  facilities  that  are 
available  in  the  Halifax  vicinity.  It  the  four  provinces  are  serious 
about  providing  the  best  service  possible  to  deaf  blind  children  and 
their  families,  the  Atlantic  Provinces  Special  and  Education  Authority 
would  do  well  to  examine  the  merits  of  locating  the  school  in  proximity 
Co  the  broad  range  of  services  needed  by  the  deaf-blind. 

The  Task  Force  was  unable  to  secure  information  in  the  Province  of 
Uuebec  that  would  indicate  how  many  deaf-blind  children  should  be 
receiving  education.  It  can  only  be  suggested  that  the  educational 
authorities  in  Quebec,  in  conjunction  with  private  agencies  and  others, 
examine  this  problem  and  take  steps  to  initiate  programs.  Only  one 
facility  (in  Montreal),  serving  approximately  six  children,  has  come  to 
our  attention.  There  must  be  many  more  children  either  receiving 
instruction  or  in  need  of  instruction  in  the  province.  A private  agency 
proposal  has  been  made  to  the  Quebec  Government  to  conduct  a study 
relative  to  deaf-blind  persons  in  that  province.  The  Task  Force 
strongly  recommends  that  such  a study  be  undertaken  and,  on  the  basis  of 
its  findings,  appropriate  services  and  programs  be  initiated. 
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Instances  are  known  where  some  municipal  school  boards  are  not 
providing  education  to  the  maximum  aye  level  tor  which  they  Kiiyht 
receive  provincial  fundiny.  This  adversely  atfects  slow  learners  and  in 
particular  deaf-blind  children.  Where  this  occurs  the  jjrovince  should 
reyulate  ahd  mahdate  the  school  boards  to  provide  educatioh  at  the 
request  of  parents  or  guardians  to  at  least  the  iiiaxiinum  aye  provided 
uhder  provihcial  law.  As  was  mehtioned  before,  deaf-blind  children  have 
yreat  difficulty  assimilatiny  information  because  of  limited 
communication  skills  and  all  Canadian  provinces  should  provide  support 
to  schools  ooards  for  an  indefinitely  lonyer  perioa  to  be  determined  by 
the  school  authorities,  based  upon  the  learned  opinion  that  learniny  is 
still  taking  place. 

Vocational  Training 


Vocational  training  for  deaf-blind  persons  should  be  a natural 
extension  of  the  educational  process.  Conversations  witn  many  young 
deaf-blind  persons  indicate  that  they  wish  to  have  a productive  purpose 
in  life.  The  earlier  section  on  employment  indicates  that  vocational 
training  would  seem  to  fall  under  distinct  respon sib i 1 i ty  areas: 

a)  Sheltered  workshops 

b)  Competitive  industry 

c)  Community  Colleges 

d)  University 

a)  The  Task  Force  has  not  been  able  to  contact  the  wide  range  of 
sheltered  workshops  in  Canada  but  general  knowledge  of  their  programs 
indicates  that  they  can  usefully  serve  deaf-blind  persons  rf  inter- 
vention is  available.  Many  other  facilities,  known  as  Activity  Centres 
- where  vocational  objectives  are  absent  from  the  programs  - could  also 
prove  to  be  useful  outlets  for  the  personal  growth  and  development  of 
lower  functioning  deaf-blind  persons  who  are  not  able  to  achieve  full 
vocational  or  employment  goals.  Sheltered  workshops  and  activity 
centres  provide  services  to  handicapped  persons  all  across  Canada.  The 
few  with  whom  the  Task  Force  has  had  contact  see  no  problem  in  serving 
deaf-blind  persons  so  long  as  intervention  is  provided.  Intervention 
should  be  available  as  a provincial  responsibil ity  to  enable  vocational 
goals  to  be  achieved  through  sheltered  workshop  programs. 

b)  It  i s recognized  that  some  deaf-blind  persons  may  never 

progress  beyond  employment  in  a sheltered  workshop  but  it  must  be 
realized  that  many  can  do  so  and  are  capable  of  competitive  employment. 
For  those  deaf-blind  persons  who  have  had  the  opportunity  of  working  in 
a sheltered  workshop,  what  started  out  initially  as  a transitional 
placement  to  acquire  skills  has  often  turned  out  to  be  a permanent 
career.  The  Task  Force  knows  of  many  deaf-blind  persons  who  nave  been 
in  "transitional"  placements  for  lu,  2!0,  30  years.  The  reasons  for  this 
are  numerous:  expectations  are  too  low,  alternate  placements  are 

non-existent,  intervention  for  alternate  placements  is  not  available, 
placement  officers  are  overworked,  employers  will  not  accept  the 
deaf-blind.  There  must  oe  more  awareness  of  the  abilities  of  deaf-blind 
persons  and  there  must  be  more  emphasis  placed  on  vocational  training. 
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job  findiny  and  placement  outside  of  sheltered  environments.  This  is  a 
shared  responsi bi 1 i ty  of  federal,  provincial  and  workshop  personnel. 

c)  The  Task  Force  has  had  discussions  duriny  meetinys,  as  well  as 
haviny  received  briefs,  from  personnel  in  several  community  coll  eyes. 
Their  proyrams  are  yenerally  available  to  disabled  persons  and  are 
equally  available  to  deaf-blind  persons  - if  they  have  intervenors. 

They  should  be  available  to  all  deaf-blind  persons  "for  a lifetime"  so 
that  when  vocational  traininy  is  warranted,  this  eternal  problem  would 
not  arise.  It  is  a provincial  responsi bi 1 i ty . Once  ayain, 

"Intervention  is  the  Key". 

d)  Several  hiyhly  intelliyent  deaf-blind  young  adults  have  spoken 
with  the  Task  Force.  They  have  completed  their  reyular  education  and 
have  the  potential  for  university  training  leadiny  to  careers.  They  are 
denied  this  opportunity  due  to  the  unavailability  of  intervention.  This 
is  a waste  of  human  potential.  It  is  a provincial  responsibility  to 
guarantee  the  intervention  to  enable  the  deaf-blind  to  have  the  same 
opportunity  to  be  educated  as  the  rest  of  the  population. 

Previous  reference  has  been  made  to  the  fact  that  many  deaf-blind 
persons  are  limited  in  their  efforts  to  secure  a full  education  within 
the  aye  limits  prescribed  for  school  attendance.  Many  may  need 
educational  upgrading  before  being  able  to  undertake  college  or 
university  traininy. 

Technical  aids  and  devices  will  mean  the  difference  between  success 
and  failure  for  many  deaf-blind  persons  in  vocational  training 
programs.  These  are  normally  supplied  as  part  of  a vocational 
rehabilitation  program  and  in  this  instance  they  may  be  cost-shared  with 
the  federal  government  on  a 50-5U  basis  under  provisions  of  the 
Vocational  Rehabilitation  of  Disabled  Persons  Act. 

Group  Homes  and  Foster  Care 

Foster  care  and  group  homes,  as  part  of  Social  Services,  are  the 
responsibility  of  the  provinces.  These  traditionally  are  provided  for 
children  under  the  guardianship  of  provincial  or  private  child  care 
authorities.  Where  deaf-blind  children  require  care  it  is  provided  by 
either  of  these  bodies.  It  must  be  ensured,  however,  that  adequate 
intervention  is  also  provided.  Even  if  foster  parents  or  group  home 
parents  are  able  to  provide  some  intervention,  they  should  not  be 
expected  to  be  the  "eyes  and  ears"  of  a deaf-blind  child  for  24  hours  a 
day.  Group  home  for  adults  have  a different  objective  and  require  a 
different  type  of  program.  There  are  no  such  homes  in  operation  in 
Canada  at  this  time.  They  must  be  provided  in  all  provinces.  The 
operation  of  such  homes  is  a provincial  responsibility  coupled  with 
adequate  intervention  services.  They  would  (or  should)  be  subject  to 
the  same  cost-sharing  considerations  with  the  federal  government  under 
the  provisions  of  the  Canada  Assistance  Plan.  These  should  not  be 
considered  health  care  institutions  which  are  subject  to  block  funding 
grants . 
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Institutional  Care 


This  type  of  care  implies  the  inability  of  the  individual  (in  this 
case  the  deaf-blind  person)  to  care  for  himself.  It  must  not  mean  the 
inability  of  society  to  care  for  the  individual.  At  the  present  time 
deaf-blind  persons  are  in  institutions  not  suited  to  their  care  because 
there  is  nowhere  else  for  them  to  live.  When  this  occurs,  intervention 
must  be  provided  immediately. 

Due  to  the  difficulty  of  diagnosing  deaf-blindness,  children  and 
adults  are  still  being  located  in  institutions  - usually  for  the 
mentally  handicapped.  All  provinces  must  survey  their  institutional 
populations  to  determine  those  whose  predominant  disability  is  deaf- 
blindness, not  mental  retardation.  They  should  then  be  removed  as  soon 
as  possible  and  placed  in  appropriate  training  programs.  The  Task  Force 
observed  one  such  45-year  old  at  the  Helen  Keller  National  Centre  in  New 
York,  learning  to  communicate  and  take  care  of  his  personal  needs. 
Forty-five  years  without  input  and  now  seen  smiling  at  the  satisfaction 
of  making  his  own  breakfast.  Let  us  in  Canada  take  similar  action  and 
get  deaf-blind  persons  in  training  programs  in  suitable  centres,  not 
keep  them  in  institutions. 

When  deaf-blind  persons  are  located  in  institutions,  intervention 
must  be  made  available  pending  a more  suitable  placement.  Provinces 
must  take  the  initiative  and  responsibility. 

Independent  Living 


Apartments  and  other  living  facilities  are  not  available  in 
sufficient  number  for  disabled  persons  generally;  even  fewer  are 
suitable  for  the  deaf-blind.  Adult  deaf-blind  persons  have  presented 
their  pleas,  personally  and  in  writing,  to  the  Task  Force,  requesting 
that  something  be  done  so  that  they  may  have  the  opportunity  to  be  as 
independent  as  possible.  Provinces  and  municipalities  need  to  work  in 
close  liaison  with  agencies  serving  the  deaf-blind  and  with  deaf-blind 
persons  themselves  to  ascertain  their  housing  needs.  There  are 
cooperative  housing  projects  in  many  communities  in  Canada.  None  are 
known  to  serve  deaf-blind  persons  although  other  disability  and/or  low 
income  individuals  live  in  them.  The  Central  Mortgage  and  Housing 
Corporation  participates  in  financing  such  projects  and  every 
possibility  should  be  explored  to  see  that  more  such  facilities  become 
available  and  that  minimum  cost,  adapted  living  apartments  are  included 
for  deaf-blind  persons. 

The  need  for  centres  for  the  deaf-blind  has  al ready  been 
mentioned.  Some  permanent  apartment  units  should  be  available  for  tliose 
persons  who  can  live  independently  but  require  the  support  services  and 
programs  of  such  a centre.  Independent  living  must  be  considered  a 
priority  for  all  deaf-blind  persons  who  desire  it  and  who,  in  the 
opinion  of  an  appropriate  agency,  are  capable  of  taking  advantage  of 
it.  It  must  be  remembered  that  INTERVENTION  IS  THE  KEY;  without  it 
independent  living  is  only  a dream  - with  it  there  is  a feeling  of 
self-worth  and  dignity.  It  is  a provincial  and  municipal 
responsi bi 1 ity. 
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Technical  Aids  and  Devices 


In  the  appendices  is  a basic  shopping  list  of  aids  and  devices  - 
aids  and  devices  which  can  make  the  difference  in  a deaf-blind  person 
being  able  to  communicate,  to  live  independently,  to  be  educated  and  to 
earn  an  income.  Such  devices  can  range  in  cost  from  a few  dollars  to 
the  thousands.  We  did  not  have  to  buy  our  eyes  and  ears;  deaf-blind 
persons  should  not  have  to  buy  theirs.  They  should  be  provided  free  of 
charge  to  all  deaf-blind  persons  who  need  them.  They  should  be  made 
available  by  the  provinces  and  cost-shared  with  the  federal  government. 
It  is  not  enough  that  items  of  special  need  can  be  cost-shared  under  the 
Canada  Assistance  Plan  for  persons  in  need.  Every  deaf-blind  person, 
irrespective  of  income  level  (and  there  are  very  few  high  wage  earners) 
should  be  considered  "likely  to  be  in  need"  and  therefore  enable  the 
provinces  to  share  in  the  cost  of  aids  and  devices  for  all  deaf-blind 
persons. 

Unfortunately  there  are  few  aids  and  devices  designed  specifically 
for  the  deaf-blind;  most  used  are  for  the  deaf  or  the  blind  or 
adaptations  of  these.  Another  major  problem  is  that  the  deaf-blind 
themselves  know  next  to  nothing  about  these  devices.  There  is  a real 
need  for  dissemination  of  information  about  the  aids  and  devices  to  not 
only  the  deaf-blind,  but  also  to  all  concerned  professionals.  One  of 
the  recommendations  from  the  Third  International  Conference  on  Deaf- 
Blindness,  held  in  Bahrain  in  November  1983,  was  that  there  is  a need  to 
have  i nternati onal  cooperation  in  getting  a catalogue  of  aids  and 
devices  published,  and  to  establish  a central  information  bank  where 
professionals  and  deaf-blind  individuals  could  easily  get  the 
information  needed  to  support  independent  and  enriched  living 
conditions.  The  Task  Force  strongly  recommends  that  Canada  participate 
in  this  information  sharing  but  before  being  able  to  do  that,  we  must 
ascertain  the  information  from  within  our  own  country. 

The  Task  Force  is  aware  of  a research  grant  being  provided  oy  the 
Department  of  Communications,  Government  of  Canada,  to  the  University  of 
Toronto  for  a study  of  the  communication  and  telecommunication  needs  of 
the  deaf-blind.  This  study  is  very  timely  and  is  heartily  endorsed.  It 
is  cautioned,  however,  that  care  be  taken  not  to  duplicate  work  already 
completed.  Tlie  proposal  by  the  University  of  Toronto  appears  to  overlap 
some  of  the  information  contained  in  this  report. 

The  members  of  the  Task  Force  cannot  speak  officially  on  behalf  of 
the  Advisory  Committee,  as  our  original  mandate  has  been  completed. 
However,  we  are  willing  (as  individuals)  to  provide  any  help  or 
clarification  which  may  be  useful  in  the  completion  of  this  important 
study  on  the  communication  and  telecommunication  needs  of  the  deaf- 
blind. 

The  inter-relatedness  of  these  two  federal  studies  further 
indicates  the  desirability  of  having  a national  consultant  on  deaf- 
blindness. This  person  would  be  aware  of  the  overall  needs  of  the 
deaf-blind  and  would  be  in  a position  to  work  closely  with  them  as  well 
as  with  the  provinces,  private  organizations  and  federal  government 
departments. 
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Recreation 

Recreational  programs  should  be  available  to  deaf-blind  persons  as 
for  others.  Federal,  provincial  and  municipal  parks  are  sometimes  not 
accessible  to  disabled  persons.  If  they  were,  deaf-blind  persons  would 
have  no  significant  problem  using  them  - with  their  intervenors.  The 
organizations  and  agencies  serving  the  deaf-blind  have  a responsibility 
to  plan  activities  and  outings  that  will  enable  them  to  enjoy  all  types 
of  recreational  programs.  Grants  to  such  organizations  should  include 
funds  to  provide  recreation.  Organized  activities,  preferably  those 
initiated  by  the  deaf-blind,  should  be  funded  tnrough  recreational  or 
similar  type  grants,  with  deaf-blind  persons  making  whatever 
contribution  possible  through  their  own  fund  raising  activities.  They 
have  expressed  their  desire  to  be  as  independent  as  possible  but  very 
few  earn  enough  or  receive  sufficient  income  of  any  kind  to  be  able  to 
afford  to  pay  for  recreation.  It  should  be  available. 

Interventi on 


No  more  need  be  said  to  attempt  to  justify  the  need  for  inter- 
vention - for  a 1 i fetime.  It  must  be  made  available  to  all  deaf-blind 
persons  as  a social  service,  the  only  exception  being  during  public 
education  when  it  should  be  provided  by  the  educational  authorities.  In 
either  case,  it  is  a provincial  responsibility.  Intervention,  when 
provided  as  a social  service,  should  then  be  cost-shareable  with  the 
federal  government  under  the  provisions  of  the  Canada  Assistance  Plan. 

As  has  been  mentioned  the  agencies  who  are  providing  what  limited 
services  are  available  to  the  deaf-blind  do  not  have  a constitutional 
mandate  to  do  so.  It  is  unrealistic  for  them  to  divert  their  monetary 
resources  away  from  their  proper  clientele.  Until  such  time  as  there  is 
an  organization  or  agency  established  and  funded  specifically  to  serve 
the  deaf-blind,  the  other  agencies  need  assistance.  All  provincial 
grants  should  provide  ongoing  funding  to  appropriate  agencies  to  set  up, 
or  expand,  intervention  services. 

For  example,  in  Ontario,  the  Ministry  of  Community  and  Social 
Services  makes  funds  available  to  the  Ontario  Division  of  C.N.I.B. 
specifically  for  Deaf-Blind  Services.  Ninety  percent  of  the  Deaf-Blind 
Services  budget  comes  directly  from  the  Ontario  Government.  Without 
this  funding  it  would  be  unrealistic  for  tne  C.N.I.B.  to  fund  the 
program.  Other  provinces  should  follow  tnis  example  and  make  monies 
available,  through  appropriate  agencies,  for  intervention  services. 

Intervention  is  far  more  than  Just  a mechanical  process.  There 
must  be  trained,  qualified  intervenors.  At  the  present  time  tnere  is  no 
place  in  Canada,  in  any  educational  setting,  where  intervenors  can 
receive  a recognized  diploma  or  set  of  credentials.  Training  courses 
should  be  established,  preferably  within  a university  or  community 
college  setting.  These,  however,  cannot  be  purely  theoretical  and 
abstract.  They  must  be  provided  in  proximity  to  the  locations  where 
there  are  significant  number  of  deaf-blind  persons,  so  that  intervenors 
in  training  can  learn  about  and  interact  with  deaf-blind  persons  and  at 
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the  same  time  practise  their  intervention  skills.  Once  a centre  or 
centres  are  established  ror  the  deaf-blind,  that  would  be  an  appropriate 
setting  for  the  practicum  of  a traihinj  course. 

Bursaries  or  training  grants  for  intervenors  should  be  provided  by 
the  provinces  to  interested  individuals.  In  the  meantime,  social 
agencies,  service  providers,  intervenors  and  others  must  discuss 
training  and  course  content  within  educational  institutions  so  tnat 
courses  can  be  established.  The  Secretary  of  State,  Government  of 
Canada,  should  fund  special  programs  to  the  provinces  to  encourage  the 
development  of  intervenor  training  centres  and  courses,  as  an  integral 
part  of  their  Educational  Support  Programs. 

Short-term  intervention  pro^jrams,  generally  those  provided  during 
summer  and  other  vacation  periods  for  children,  should  be  guaranteed  by 
the  provinces  and  training  provided  through  the  facilities  that  are 
available.  This  will  necessitate  dialogue  between  various  Ministries 
(primarily  Education  and  Social  Services)  and  private  agencies.  Project 
funding  should  be  fully  explored  through  Canada  Manpower  Centres  all 
across  Canada  where  funds  have  been  made  available  in  some  areas  for 
youth  summer  employment  as  intervenors. 

Centres  for  the  Deaf-Blind 


The  federal  government  should  assume  a fjrimary  role  in  the 
development  of  a national  centre  and/or  regional  centres  for  the 
deaf-blind.  The  Helen  Keller  National  Centre  in  the  U.S.A.  came  into 
beiny  through  a philanthropic  gift  of  the  land  and  a special  Act  of 
Congress  to  provide  for  the  capital  costs  of  building,  furnishings, 
etc.  and  the  ongoing  operational  costs,  with  the  states  making  a 
percentage  contribution  to  tne  latter. 

Health  and  Welfare  Canada  should  set  up  a small  division  with  a 
knowledgeable  consultant! s)  and  a small  support  staff  to  plan,  in 
conjunction  with  the  provinces  and  private  organizations  and  with  the 
deaf-blind  and  their  families,  for  centres  of  sufficient  size  to  meet 
the  regional  needs  of  deaf-blind  persons.  Such  centres  are  needed  now 
and  must  become  a reality.  They  should  be  phased  in  over  the  next  one 
to  five  years.  The  Task  Force  considers  this  need  to  be  immediate  and 
recommends  that  developmental  and  budgetary  planning  start  at  once.  The 
deaf-Dlind  have  already  waited  too  long. 


Faustd  Padil,  a deaf-blind  woman,  converses  with 
Kerry  Wadman,  member  of  the  Task  Force  on  Services 
to  Deaf-Blind  Persons  in  Canada.  (Photo:  London 

Free  Press) 


APPENDIX  A 


Resource  List 


This  list  is  provided  to  give  readers  primary  contacts  in  their  region. 
It  is  not  a complete  list  of  all  services  tor  the  deaf-blind. 


Canadian  Deaf-Blind  and  Rubella  Association 


National  Office; 


Maritime  Chapter; 


New  Brunswick 
Chapter; 


Quebec  Chapter; 
Ontario  Chapter; 


Manitoba  Chapter; 


Saskatchewan  Chapter; 


c/o  Jacques  Pinault 
P.O.  Box  1625 
Meaford,  Ontario 
NOH  lYO 
(519)  538-3431 

c/o  Cynthia  DeBaie 
21  Si ncl ai r Street 
Dartmouth,  Nova  Scotia 
B2Y  1R7 

(902)  466-3969 

c/o  Nancy  Curtis 
34  Island  View  Drive 
Box  127,  S.S.  1 
Fredericton,  New  Brunswick 
E3B  5M7 

(506)  555-7181 

contact  via  National  Office 

c/o  Charles  and  Suzanne  Kelliher 
158  Dufferi n Avenue 
Belleville,  Ontario 
K8N  3X1 

(613)  962-6349 

c/o  Rob  and  Chloe  Maes 
P.O.  Box  40 
Fort  Whyte,  Manitoba 
ROG  ORO 

(204)  895-0023 

c/o  Pat  Andrews 
Box  112 

Hazlet,  Saskatchewan 
SON  IGO 

(306)  587-2842 


Canadian  Deaf-Blind  and  Rubella  Association  (cont'd) 


AlDerta  Chapter:  c/o  Gerben  and  Uebbie  bpannenbury 

10323  - 131  "A"  Avenue 
Edmonton,  Alberta 
T5E  1S4 


British  Columbia 
Chapter: 


c/o  John  and  Gail  Gerwing 
2694  West  King  Edward  Avenue 
Vancouver,  British  Columbia 
V6L  1T6 

(604)  736-6166 


Deaf-Blind  Services 


Ottawa:  Deaf-Blind  Services,  CNIB 

320  McLeod  Street 
Ottawa,  Ontario 
K2P  1A3 

(613)  663-4021  Voice/TDD 


Toronto.  Deaf-Blind  Services,  CNIB 
1929  Bayview  Avenue 
Toronto,  Ontario 
M4G  3E8 

(41o)  486-2673  Voice/TOO 


London:  Deaf-Blind  Services,  CNIB 

219  Oxford  Street  West,  Suite  101 
London,  Ontario 
N6H  1S6 

(619)  434-8413  Voice/TDD 


Cdnadian  National  Institute  for  the  Blind 


ilaritiiiies. 

Coordinator  of  Deaf-Blind  Services 
CNIB,  Maritime  Division 
6136  Almon  Street 
Ha  1 i fax , Nova  Scoti a 
B3K  5L9 

(902)  453-1480 

Newfoundland  and  Coordinator  of  Deaf-Blind  Services 


Labrador : 

CNIB,  Newfoundland  and  Labrador  Services 
70  The  Boulevarde 
St.John's,  Newfoundland 
AlA  1K2 

(709)  754-1180 

Quebec ; 

Coordinator  of  Deaf-Blind  Services 

CNIB , Quebec  Di vi si  on 

1010,  rue  Ste-Catherine  est, 

4e  etage 

Montreal , Quebec 
H2L  2G3 

(514)  284-2040 

Ontari o : 

See  "Deaf-Blind  Services"  aoove 

Mani  toba : 

Coordinator  or  Deaf-Blind  Services 
CNIB,  Manitoba  Division 
1080  Portaye  Avenue 
Winnipeg,  Manitoba 
K3G  3M3 

(204)  774-5421 

Saskatchewan : 

Coordinator  of  Deaf-Blind  Services 
CNIB,  Saskatchewan  Division 
2550  Broad  Street 
Regina,  Saskatchewan 
S4P  3Z4 

(306)  525-2571 

Canadian  National  Institute  for  the  Blind  (cont'd) 


Aloerta  and 
N.W.T. : 

Coordinator  of  Deaf-Blind  Services 
CNIB,  Alberta  - N.W.T.  Division 
ikIUiO  Jasper  Avenue 
Edmonton,  Alberta 
TbK  0P3 

(403)  488-4871 

British  Columbia 
and  Yukon: 

Coordinator  of  Deaf-Blind  Services 
CNIB,  British  Columbia  - Yukon  Division 
350  E.  36tn  Avenue 
Vancouver,  British  Columbia 
V5W  1C6 

(604)  331-2311 

Other 

Quebec : 

Institut  Nazareth  et  Louis  Braille 

1255  Beauregard 

Longueui 1 , Quebec 

J4K  2M3 

(514)  463-1710 

Centre  d'Accueil  Manoir  Cartierville 

12235,  rue  Grenet 

Montreal , Quebec 

H4J  2N9 

(514)337-7300 

Briti  sh  Col  urnbia: 

Western  Institute  for  the  Deaf 
2125  West  7th  Avenue 
Vancouver,  British  Columbia 
V6K  1X9 

(604)  735-7391  Voice 
(604)  736-2527  TDD 

Briti  sh  Co  l urnbia: 


Education 


Atlantic: 

The  Fearon  Unit 

Atl anti c-Provi nces  Resource  Centre 
for  the  Hearing  Handicapped 
P.O.  Box  308 
Amherst,  Nova  Scotia 
B4H  3Z6 
(902)  667-3808 

Quebec : 

L'Institut  des  Sourds  de  Montreal 
3600  Berri 
Montreal , Quebec 
H2L  4G9 

Ontari  o: 

Deaf-Blind  Unit 
W.  Ross  Macdonald  School 
Brant  Avenue 
Brantford,  Ontario 
N3T  3T9 

(519)  759-0730 

Deaf-Blind  Resource  Service 

W.  Ross  Macdonald  School 

Brant  Avenue 

Brantford,  Ontario 

N3T  3T9 

(519)  759-0730 

Saskatchewan : 

Deaf-Blind  Program 

R.J.D.  Williams  School  for  the  Deaf 

221  Cumberland  Avenue  North 

Saskatoon,  Saskatchewan 

S7N  1M3 

APPENDIX  B 


Technical  Aids  and  Devices 

The  following  partial  list  of  aids  and  devices  is  intended  to  give 
the  reader  an  idea  of  the  range  of  devices  available  for  the  deaf-blind. 


A.  MOBILITY  AIDS 


Canes:  Three  groups  of  canes  are  available:  Mobility,  Support  and 

Identification.  The  mobility  cane  is  basically  for  probing  the  path 
in  front  of  the  traveller  to  ensure  clear  passage.  Support  canes 
are  for  those  with  imbalance  problems.  Identification  canes  alert 
the  public  to  the  fact  that  the  carrier  of  such  a cane  is  visually 
impaired  - usually  these  are  short  collapsible  canes.  Canes  come  in 
all  styles,  sizes,  and  materials.  Orientation  and  Mobility 
instructors  recommend  the  solid  cane  for  maximum  benefit  to  the 
deaf-blind  traveller. 

Mowat  Sensor:  A hand-held  vibrating  box,  6"  x 2"  x 1".  It  enables 

the  person  to  scan  the  path  in  front  of  him  and  as  he  gets  closer  to 
the  object,  the  box  vibrates  faster.  It  uses  rechargeable 
batteri es. 

Laser  Cane:  The  laser  cane  probes  the  environment  with  three  thin 

light  beams.  When  these  light  beams  strike  an  object,  within  range, 
they  are  reflected  back  to  the  receiving  unit  built  into  the  cane. 

A sound  or  tone  warns  of  obstructions  in  the  pathway.  In  addition 
to  audible  tones,  a vibrating  unit  signals  the  index  finger  of 
obstructi ons  as  wel 1 . 

Soni cgui de:  Used  in  conjunction  with  a long  cane  or  a dog  guide, 

this  device  uses  ultrasound  to  provide  information  about  distance, 
position  and  surface  characteristics  of  objects  within  the  immediate 
environment.  A transmitter  located  in  a pair  of  lightweight  eye- 
glasses produces  inaudible  high-frequency  sound  which  is  reflected 
from  objects  in  the  user's  path  to  two  receivers  in  the  frames. 

These  ultrasound  signals  are  converted  into  audible  sound  heard 
through  small  earplugs. 

Wide  Angle  High  Power  Flashlight:  This  can  be  held  by  a shoulder 

strap,  leaving  hands  free.  Good  for  those  with  tunnel  vision 
problems. 


B.  COMMUNICATION  AIDS 


TeleBraille:  This  is  a two-part  unit  using  a Superphone  (see  below) 

and  a conversion  unit  enabling  a braille  user  to  talk  over  the 
telephone.  The  seven  key  writing  device  allows  braille  entries  to 
be  translated  to  print  characters  for  sighted  persons.  TeleBraille 
can  also  communicate  with  terminals.  When  not  used  as  a tele- 
communication device,  TeleBraille  facilitates  dialogue  between  two 
persons  in  the  same  room  by  means  of  the  Superphone.  In  this 
situation  a deaf-blind  person  (or  other  visually  impaired  person) 
can  communicate  with  either  deaf  or  hearing  persons  in  a two-way 
conversation  without  dependence  on  an  intervenor  or  interpreter. 

Superphone:  This  is  a Telephone  Device  for  the  Deaf  (TDD)  made  up 
of  a keyboard  and  an  accoustic  coupler,  enabling  the  user  to 
communicate  with  other  TDD's,  computer  terminals,  Tel eBrai 1 1 es , etc. 

TDD : This  is  a generic  term  for  Telephone  Device  for  the  Deaf, 

which  comes  in  many  different  forms,  with  different  displays 
(usually  L.E.D.  or  paper  print-outs).  The  Superphone  (above)  is  one 
brand.  Others  include:  Mini-Corn,  Visual  Ear,  Communicator  Plus, 

TTY. 

See-Tone : This  is  a telephone  device  for  deaf/hearing  impaired 

persons  with  voice.  A red  L.E.D.  display  prints  messages  sent  from 
a touch  tone  phone  or  key  pad. 

One  to  One  Communi cator:  This  is  a device  that  is  good  for  group 

meetings.  The  speaker  talks  into  a microphone  that  is  attached  to  a 
small  box  that  the  hard-of-heari ng  person  holds  up  to  his  ear.  It 
has  a volume  control  that  can  be  adjusted  for  the  individual's 
needs. 

Telebooster:  This  device  amplifies  sound  on  a t.v.  or  radio.  The 

ear  piece  can  be  clipped  on  to  an  ear  mold  or  a stetoclip.  It 
allows  a hard-of-hearing  person  to  keep  the  t.v.  or  radio  at  a 
normal  volume  so  as  not  to  disturb  others. 

Auto-Dialer:  For  those  with  problems  dialing,  this  automatic 

telephone  dialer  has  braille  (or  large  print)  coded  labels  next  to 
push-buttons  that  enable  contact  with  emergency  numbers  without  risk 
of  error.  Coupled  with  a pre-recorded  taped  message,  it  can  be  used 
to  summon  police,  fire,  doctor,  etc. 

Paperless  Braille:  A number  of  machines  are  now  on  the  market 

designed  to  enable  visually-impaired  persons  to  access  information 
and  communicate  electronically  in  braille.  They  are  mi cro-computers 
and/or  word  processors  with  tactual  displays.  Audio  input/output  is 
available  on  most  models  as  well.  They  perform  such  functions  as 
editing,  deleting,  moving  text,  etc.  Brand  names  include: 

VersaBrai 1 1 e,  Di gi cassette,  Braillex,  Brailink. 


Optacon:  This  is  a portable  electronic  device  consisting  of  a small 

camera  that  can  be  scanned  over  the  printed  page  and  has  a tactile 
array  of  144  vibrating  pins  that  vibrate  on  the  fingertip  in  the 
shape  of  the  letter  that  the  camera  is  over.  A good  optacon  reader 
can  read  12U  words  a minute. 


Closed  Caption  T.V.  Decoder:  This  is  a device  to  receive  and  display 

closed  captions  broadcast  with  certain  television  programs.  The 
TeleCaption  T.V.  Adapter  is  one  model  available  in  Canada. 

Closed  Circuit  T.V.  Reader;  Various  models  available  which  magnify 
print  placed  under  a camera  and  displayed  on  the  screen. 


SIGNAL  DEVICES 

Optic  Ear  Tri-Flash:  This  nas  three  outlets  which  can  be  connected 

to  a telephone,  doorbell,  fire  alarm,  smoke  detector  or  Baby  Cry 
Alert.  When  any  ot  these  are  activated  a light  will  flash.  (It  can 
also  be  used  to  activate  a fan,  etc.) 

Tactile  Communicator:  This  is  a vibrating  box,  which  when  placed 
next  to  the  skin,  indicates  when  a doorbell,  telephone,  or  smoke 
alarm  system  is  ringing. 

End  of  Line  Vibrator:  This  is  used  with  a brail  ler  or  typewriter. 

A micro  switch  is  installed  in  the  machine  at  the  bell  mechanism. 
When  the  end  of  the  lihe  is  reached,  a small  vibratih^  buzzer 
(placed  in  lap  or  pocket)  is  activated. 

Vibrating  Motor:  This  is  a VLB  motor  which  can  be  attached  to  a bed 

frame  and  which  vibrates  when  activated  by  a clock. 
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Eugene  Thivierge,  speaking  at  the  final  public  meeting  of  the  Task  Force 
in  Ottawa  on  April  2,  1984:  "Time  may  be  running  out  for  all  those  who 

have  not  been  providing  adequate  services.  The  Task  Force  will  speak 
for  us  now,  but  governments  and  agencies  will  continue  to  hear  from  us. 
Time  is  not  running  out  for  me.  It  is  non-ending  without  i ntervenors ." 


